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Foreword 


When  HIV/ AE)S  first  emerged  in 
the  early  1980s,  it  was  largely 
viewed  as  an  urban  disease.  By 
the  end  of  that  decade,  it  was 
evident  that  rural  areas  would 
be  affected.  The  perception  of  rural  America  as 
being  protected  from  "urban  diseases"  has  been 
shattered.  Health  care  issues  traditionally  associated 
with  urban  areas  have  time  and  again  surfaced  in 
rural  communities.  HTV/ AIDS  is  yet  another  health 
issue  that  has  become  prevalent  in  rural  America. 
For  the  past  decade,  the  National  Rural  Health 
Association  (NRHA)  and  the  federal  Office  of  Rural 
Health  Policy  (ORHP)  have  been  following  rural 
HTV/ AIDS  and  working  proactively  to  provide 
rural  health  professionals  with  the  information  and 
support  they  need  to  fight  this  health  problem. 

In  1990,  ORHP  and  the  Associate  Administrator 
for  AIDS,  Health  Resources  and  Services 
Administration  (HRSA),  Department  of  Health  and 
Human  Services  (DHHS),  sponsored  the  first 
national  workshop  on  rural  HTV/ AIDS  issues. 
Participants  speUed  out  the  rural  challenges  in  HTV 
prevention  and  treatment  and  offered  recommenda- 
tions for  policy  improvement  to  federal,  state  and 
local  governments,  as  weU  as  pubHc  and  private  ser- 
vice providers.  The  report  from  this  conference  was 
distributed  across  the  country,  and  it  has  helped  to 
sensitize  a  wide  audience  to  the  special  problems 
and  issues  faced  by  rural  HIV/ AIDS  patients  and 
healtli  care  providers. 

In  1996,  the  demand  for  attention  to  rural  issues 
in  HIV/  AIDS  again  became  apparent,  and  the  great- 
est need  seemed  to  be  for  meetings  that  would  be 
directly  useful  to  rural  people  who  face  the  cliaUenges 
of  HTV/ AIDS  prevention  and  treatment  daily.  The 
NRHA  and  ORHP  responded  cooperatively  through 
the  development  of  a  Southeast  regional  meeting  that 
would  be  tailored  to  the  cultural,  educational  and 

Donna  M.  Williams 
Executive  Vice  President 
National  Rural  Health  Association 


human  services  environment  of  that  region.  Also,  it 
would  be  an  opportunity  for  the  participants  to  net- 
work with  their  neighbors.  The  Ryan  White  Compre- 
hensive AIDS  Resources  Emergency  (CARE)  Act 
Programs,  HRSA,  agreed  with  this  regional  approach 
and  joined  with  us  to  stage  this  conference  in 
Atlanta,  Ga.,  in  August  1997.  If  this  regional  meeting 
were  weU-received,  it  could  be  a  model  for  similar 
models  in  other  parts  of  the  country. 

As  meeting  plans  moved  ahead,  we  speculated 
that  the  attendance  might  be  as  high  as  200 — more 
than  350  people  participated  in  this  conference, 
proof  of  the  genuine  need  in  rural  communities  for 
opportunities  to  learn  about  effective  rural  strategies 
for  HTV/  AIDS  care  and  prevention. 

As  a  direct  outcome  of  this  regional  conference, 
the  NRHA,  in  partnership  with  the  Office  of 
National  v^IDS  Policy  and  HRSA,  is  developing  the 
National  Rural  HIV/ AIDS  Initiative.  The  initiative 
will  address  the  growing  impact  of  the  HIV/AIDS 
epidemic  in  rural  and  frontier  America;  foster 
increased  national,  state  and  local  awareness;  and 
direct  public  and  private  resources  to  educational, 
prevention  and  tieatment  efforts  in  rural  communi- 
ties. This  initiative  also  will  strive  to  create  a  greater 
awareness  and  understanding  of  the  increasing 
impact  that  HTV/ AIDS  is  having  in  rural  American 
communities  through  four  specific  projects:  the 
establishment  of  a  national  rural  HTV/  AIDS  task 
force;  additional  regional  conferences  focusing  on 
rural  HIV/AIDS  issues;  a  rural  fflV/Z^DS  tirack  of 
educational  sessions  at  future  NRHA  annual  nation- 
al conferences;  and  an  education  and  prevention 
campaign  aimed  at  rural  communities  and  youth. 

We  and  our  partners  are  pleased  to  present  this 
conference  report  to  serve  as  a  reference  for  confer- 
ence participants  and  a  learning  resource  for  a  wider 
audience  as  we  contiiiue  to  assist  those  dealing  with 
HIV/ AIDS  issues  in  rural  America. 

Pat  Taylor,  Ph.D.  (Retired) 

Director  of  Research 

Office  of  Rural  Health  Policy,  DHHS 
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Introduction 


Many  Americans  think  of 
HIV/  AIDS  as  an  urban  disease. 
They  view  HIV  infection  as  one 
of  the  by-products  of  "big-city 
living" — a  deadly  outcome  of 
drug  abuse,  prostitution  and  alternative 
lifestyles.  This  perception  endures  despite  strong 
empirical  evidence  that  HIV /AIDS  is  spreading 
to  small  cities  and  rural  areas  throughout  the 
United  States  (Lam  &  Liu,  1994).  As  a  result, 
rural  health  professionals  have  found  little  sup- 
port within  or  outside  their  communities  for 
organized  HIV  prevention  and  care  initiatives 
(Heckman,  Somlai,  Kelly,  Stevenson,  & 
Galdabini,  1996). 

To  effectively  plan  for  the  next  decade  of  HIV 
prevention  and  treatment,  health  policy-makers 
and  practitioners  need  to  be  aware  of  the  chang- 
ing face  of  the  epidemic.  In  the  words  of  one 
Department  of  Health  and  Human  Services 
(DHHS)  official,  "We  need  to  strip  away  the 
urban  picture  in  order  to  see  the  rest  of  the  peo- 
ple who  are  affected"  (Martin,  1997).  To  stimulate 
discussion  on  the  ways  in  which  HIV  is  spread- 
ing in  rural  areas,  who  is  being  affected  and 
what  rural  service  providers  are  doing  to  prevent 
and  manage  the  disease,  the  National  Rural 
Health  Association  (NRHA)  organized  the 
Southeastern  Conference  on  Rural  HIV /AIDS. 
This  conference  was  held  in  Atlanta,  Ga.,  Aug. 
14-15, 1997,  with  financial  support  from  the  fed- 
eral Office  of  Rural  Health  Policy,  Health 
Resources  and  Services  Administration  (HRSA); 
the  Ryan  White  Comprehensive  AIDS  Resources 
Emergency  (CARE)  Act  Programs,  HRSA;  and 
Pharmacia  and  Upjohn  Inc.  The  National  Center 
for  HIV,  STD  and  TB  Prevention  of  the  Centers 
for  Disease  Control  and  Prevention  and  the  - 
Office  of  the  Regional  Director /Regional  Health 
Administrator,  DHHS  Region  IV,  served  as  co- 
sponsors,  along  with  five  other  health  organiza- 
tions that  are  listed  in  the  Acknowledgments. 


Recognizing  that  HIV  prevention  and  treat- 
ment strategies  need  to  be  tailored  to  the  charac- 
teristics of  different  rural  environments,  the 
NRHA  chose  a  regional  conference  over  a  nation- 
al meeting.  Six  southeastern  states  with  a  high 
prevalence  of  HIV  infection  among  rural  resi- 
dents, similar  demographics  and  comparable 
cultures  were  targeted — Alabama,  Florida, 
Georgia,  North  Carolina,  South  Carolina  and 
Mississippi.  An  added  advantage  of  the  regional 
approach  was  the  opportunity  for  conferees 
to  network  with  their  neighbors  and  build 
ongoing  relationships. 

More  than  350  people  participated  in  the 
Southeastern  Conference  on  Rural  HIV/ AIDS. 
The  conferees  included  HIV  educators,  health 
care  practitioners,  case  managers,  counselors, 
volunteers,  people  living  with  HIV  and  govern- 
ment officials.  The  program  included  three  ple- 
nary sessions  and  20  concurrent  sessions  on  top- 
ics identified  by  people  living  with  HIV  and  by 
service  providers  in  rural  areas  of  the  target 
states.  At  a  town  hall  meeting,  conferees  had  an 
opportunity  to  discuss  rural  HIV/ AIDS  issues 
with  R.  Scott  Hitt,  M.D.,  chair  of  the  Presidential 
Advisory  Council  on  HIV/ AIDS;  Sandra 
Thurman,  director  of  the  President's  Office  of 
National  HIV/AIDS  Policy;  Joseph  O'Neill, 
M.D.,  director  of  the  HIV/AIDS  Bureau  and 
associate  administrator  for  HIV /AIDS,  HRSA; 
and  Marsha  Martin,  D.S.W.,  special  assistant 
to  the  Secretary  of  Health  and  Human  Services 
(see  Appendix  B  for  contact  information  for 
these  participants). 

At  the  beginning  of  the  decade,  Rumley  and 
colleagues  (1991,  1375)  wrote  that  "rural  areas 
are  seeing  a  'second  wave'  of  home-grown  HIV- 
related  disease  along  with  a  flood  of  immigrating 
AIDS  and  HIV  patients."  They  predicted  that 
both  phenomena  are  yet  to  crest.  The  conference 
presentations  described  in  this  report  provide 
somber  evidence  that  the  HIV/  AIDS  wave  con- 
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tinues  to  swell  in  the  rural  Southeast.  In  contrast 
to  many  other  sections  of  the  United  States,  rural 
areas  of  the  Southeast  are  experiencing  a  hetero- 
sexual epidemic  that  is  associated  with  high  rates 
of  sexually  transmitted  diseases,  alcohol  abuse 
and  the  exchange  of  sex  for  crack  cocaine. 
Communities  of  color  have  been  particularly 
hard-hit  by  the  epidemic. 

The  stigma  associated  with  AIDS  and  the 
ways  in  which  the  virus  is  transmitted  has  made 
it  difficult  to  have  frank  discussions  about  HIV 
risk  factors  and  protective  behaviors.  Although 
conference  speakers  offered  some  examples  of 
rural  churches  and  schools  that  are  providing 
HIV  education,  they  acknowledged  that  these 
examples  were  the  exceptions  rather  than  the 
rule.  The  silence  surroimding  AIDS  has  left 
many  people  with  the  impression  that  they  can 
engage  in  recreational  drug  use  or  have  unpro- 
tected sex  without  putting  themselves  at  risk  for 
the  disease. 

The  conference  sessions  revealed  a  need  for 
better  funded  and  more  targeted  HIV  education 
and  prevention  programs  in  rural  areas  of  the 
Southeast.  Various  speakers  commented  on  the 
diversity  of  races,  ethnic  backgrounds  and  cul- 
tures in  rural  communities  and  the  need  to  tailor 
HIV  prevention  messages  and  interventions  to 
the  beliefs,  behaviors  and  values  of  each  popula- 
tion. These  messages  may  be  more  costly  to 
deliver  in  rural  areas  because  of  the  heavy 
reliance  on  word-of-mouth  communication  and 
the  geographically  dispersed  populations.  Rural 
areas  also  face  the  challenges  of  demonstrating 
the  effectiveness  of  HIV  prevention  programs 
and  finding  ways  to  better  integrate  HIV  preven- 
tion and  care  services. 

Three  speakers  discussed  the  potential  of 
new  antiretroviral  therapies,  home-sample  collec- 
tion kits  and  HIV-1  oral-specimen  testing  to 
increase  the  number  of  rural  residents  who 
receive  HIV  counseling  and  testing.  Although 
HIV  therapeutic  advances  may  reduce  people's 
fears  of  testing  positive,  the  speakers  noted  that 
rural  residents  are  unlikely  to  seek  an  HIV  anti- 
body test  unless  they  have  some  sense  of  person- 
al risk.  Confidentiality  concerns,  the  cost  of  HIV 


antibody  tests  and  the  lack  of  transportation 
pose  additional  barriers  to  HIV  testing. 

The  models  of  HIV /AIDS  care  described  at 
the  conference  reflect  the  diversity  of  the  rural 
areas.  Some  areas  have  been  able  to  involve  local 
physicians  in  providing  HIV/ AIDS  care;  others 
have  had  to  create  separate  systems.  Even  in  the 
areas  with  well-developed  systems,  access 
remains  a  problem  because  of  gaps  in  health 
insurance,  concerns  about  confidentiality,  inade- 
quate transportation  systems  and  distrust  of  the 
medical  establishment.  Migrant  farmworkers, 
whose  temporary  residency,  different  languages 
and  distinctive  cultures  set  them  apart  from  their 
rural  neighbors,  find  these  access  barriers  partic- 
ularly difficult  to  surmount. 

Faced  with  growing  numbers  of  HIV  and 
AIDS  cases,  service  providers  and  volunteers  in 
the  rural  Southeast  have  been  forced  to  seek  cre- 
ative ways  of  building  HIV  service  networks 
from  meager  resource  bases.  Although  these  net- 
works are  much  smaller  and  less  specialized 
than  urban  networks,  they  may  ultimately  be 
more  enduring  because  they  are  part  of  the  exist- 
ing health  and  social  structure  rather  than  sup- 
plements to  it.  Rural  service  providers  have  had 
to  forge  multiple  linkages  to  be  able  to  provide 
the  array  of  services  that  are  readily  available 
from  multipurpose  clinics  and  AIDS  service 
organizations  in  large  cities.  In  this  sense,  they 
are  much  more  complex  systems  than  their 
urban  counterparts. 

In  the  next  decade,  rural  areas  of  the 
Southeast  will  be  tremendously  challenged  to 
keep  pace  with  the  burgeoning  HIV  epidemic, 
advances  in  antiretroviral  therapies  and  changes 
in  health  care  financing  arrangements.  Numer- 
ous speakers  commented  on  the  access,  ethics 
and  quality  issues  associated  with  these  changes. 
They  warned  that  if  patients  are  not  assured  of 
continuous  coverage  for  the  antiretroviral  drugs, 
or  if  they  fail  to  adhere  to  prescribed  regimens, 
the  next  wave  of  the  epidemic  will  be  "multi- 
drug resistant  HIV."  They  also  questioned  how 
rural  physicians  who  see  only  a  few  HIV /AIDS 
patients  are  going  to  keep  abreast  of  the  new 
combination  therapies.  Training  and  specialist 
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back-up  support  can  be  provided  through 
telemedicine  and  computer-based  distance  learn- 
ing networks  if  managed  care  organizations  or 
government  health  agencies  can  be  persuaded  to 
subsidize  the  costs. 

The  rapid  growth  of  managed  care  in  the 
southeastern  states  and  the  imminent  prospect  of 
Medicaid  managed  care  make  it  imperative  that 
rural  HIV  service  providers  participate  in  discus- 
sions of  standards  of  care  and  reimbursement 
policies.  Some  rural  areas  are  preparing  for  these 
discussions  by  collecting  data  on  the  unit  costs  of 
services,  developing  "care  maps"  for  clinical  and 


case  management  services  and  designing  inte- 
grated HIV  care  systems.  Plenary  speaker  Warren 
(Buck)  Buckingham  III  urged  conferees  to  "pur- 
sue the  dream  of  a  society  where  justice,  compas- 
sion and  access  to  lifesaving  health  care  are  blind 
to  race,  gender,  sexual  orientation  or  privilege  of 
birth."  The  Southeastern  Conference  on  Rural 
HIV/ AIDS  can  be  viewed  as  the  first  step  in  pur- 
suit of  this  dream. 

(See  Appendix  A  for  a  copy  of  the  conference 
program,  which  provides  brief  descriptions  of  the 
conference  sessions  and  speakers.) 
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Chapter  1 

HIV/AIDS  Trends  in  the  Rural  South 


Epidemiologic  Trends  and  Modes 
of  Exposure 

Over  the  past  10  years,  AIDS  cases  have 
grown  more  rapidly  in  the  South  than 
in  any  other  census  region.  During  two 
time  periods  (1988-1992  and  1993  to  October 
1995),  the  southern  states  reported  the  largest 
numbers  of  AIDS  cases  (CDC,  1995).  The  86,462 
AIDS  cases  reported  in  the  South  from  1993 
through  October  1995  represented  a  31  percent 
increase  over  the  65,926  AIDS  cases  reported  dur- 
ing the  1988-1992  period. 

Since  1993,  the  South  has  led  the  nation  in 
the  percentage  of  adolescent  and  young  adult 
AIDS  patients  (ages  13-29  years)  who  reside  in 
small  metropolitan  statistical  areas  with  50,000- 
499,999  people  and  nonmetropolitan  (rural)  areas 
(Note  1).  Between  1993  and  1995,  27  percent  of 
the  adolescent  and  young  adult  AIDS  patients 
reported  in  the  South  were  living  in  small  metro- 
politan and  rural  areas  at  the  time  of  diagnosis 
(CDC,  1995).  During  this  same  period,  residents 
of  small  metropolitan  and  rural  areas  accounted 
for  one-third  of  the  heterosexually  acquired 
AIDS  cases  among  adolescents  and  young  adults 
and  one-quarter  of  the  cases  attributable  to  male- 
to-male  sexual  contact.  The  South  also  has  a 
higher  percentage  of  female  AIDS  patients  who 
come  from  rural  areas.  In  1994,  for  example, 
rural  women  accounted  for  10  percent  of  the 
female  AIDS  cases  reported  in  the  South  but  only 
6  percent  of  the  female  AIDS  cases  reported 
nationally  (Gwinn  &  Wortley,  1996).  As  com- 
pared with  other  regions  of  the  United  States, 
people  living  with  HIV /AIDS  in  the  South  are 
more  likely  to  be  female,  heterosexual  and  non- 
white  (Holmes,  et  al.,  1997). 


Contributing  Factors 

Conference  speakers  challenged  the  assump- 
tion that  HIV/ AIDS  is  new  to  rural  areas.  Benjie 
Hair,  administrator  of  the  South  Central  HIV 
Care  Consortium  in  Carthage,  N.C.,  summarized 
their  argument:  "HIV  is  here.  It  has  always  been 
here.  It's  just  that  now  substantial  numbers  have 
come  to  the  surface."  Hair  pointed  out  that  the 
North  Carolina  Department  of  Environment, 
Health  and  Natural  Resources  (DEHNR)  has  no 
way  to  track  people  who  migrate  to  North 
Carolina  after  being  diagnosed  with  AIDS  else- 
where. Using  locally  diagnosed  AIDS  cases  as  a 
guide,  the  department  funded  Hair's  consortium 
to  serve  27  people  in  1996.  Over  the  course  of  the 
year,  the  consortium  served  88  people. 

Dr.  Mark  Colomb,  assistant  director  of  the 
Division  of  STD/HIV,  Mississippi  State  Depart- 
ment of  Health,  noted  that  in-migration  explains 
only  part  of  the  HIV  epidemic  in  rural  areas  of 
the  southeastern  United  States.  He  said: 

Not  only  do  we  see  gay  people  coming 
home;  it's  also  "homegrown."  You  don't 
have  to  leave  a  place  like  Macon,  Ga.,or 
Tupelo,  Miss.,  to  get  infected.  You  can  be 
a  lifelong  resident  and  get  it  right  here. 

Other  speakers  commented  on  the  strong 
association  between  STD  rates  and  HIV  sero- 
pre valence.  In  1996,  for  example,  Alabama, 
Georgia,  Mississippi,  North  Carolina  and  South 
Carolina  ranked  among  the  top  10  states  for  both 
gonorrhea  and  primary  and  secondary  syphilis 
rates  (Division  of  STD  Prevention,  1997).  Dr.  Ted 
HoUoway,  district  health  director  for  the  South- 
east Health  Unit  in  Waycross,  Ga.,  said  that 
many  of  the  HIV /AIDS  cases  in  his  area  can  be 
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traced  to  a  syphilis  epidemic  that  began  in  the 
late  1980s.  Holloway  said: 

We  had  this  syphilis  epidemic  that 
really  took  off  early  on,  and  it  loas  like 
you  had  a  garden  with  lots  of  fertilizer. 
We  put  the  virus  out  there,  and  it  has 
continued  to  grow. 

None  of  the  speakers  mentioned  intravenous 
drug  use  as  a  major  risk  factor  for  HIV  in  rural 
areas  of  the  Southeast.  However,  many  of  the 
heterosexually  acquired  HIV/ AIDS  cases  can  be 
attributed  to  excessive  alcohol  use  and  the 
exchange  of  sex  for  crack  cocaine.  Ellen  Cordoba, 
coordinator  for  the  Ryan  White  Title  III  Program 


at  Marion  E.  Fether  Medical  Center  in  Immoka- 
lee,  Fla.,  noted  that  many  young  migrant  farm- 
workers use  alcohol  or  drugs  because  they  are 
lonely  and  have  nothing  else  to  do.  Increasing 
numbers  of  migrant  workers  are  testing  positive 
for  HIV  because  they  engaged  in  high-risk 
sexual  activities  while  drinking  or  using  drugs. 
Dr.  Allison  Nist,  medical  director  of  Collier 
County  Health  Department  (Naples  and 
Immokalee,  Fla.)  pointed  out  that  needle 
sharing  among  migrant  and  seasonal  farmwork- 
ers who  inject  antibiotics  and  multivitamins 
also  is  contributing  to  the  spread  of  HIV  in  this 
population.  Tattooing  and  body  piercing  were 
cited  as  risk  factors  in  rural  areas  of  Florida  and 
South  Carolina. 
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HIV  Education  and  Prevention  Efforts 


Barriers  to  HIV  Education 
and  Prevention 


onference  speakers  and  participants  said 
that  they  encounter  a  number  of  barriers 
when  trying  to  educate  rural  residents 


about  HIV  risks  and  protective  behaviors.  The 
most  fundamental  barrier  is  the  stigma  associat- 
ed with  HIV /AIDS  and  the  ways  in  which  the 
virus  is  transmitted.  One  participant  commented: 

First,  we  made  this  a  disease  of  population 
groups.  Then  we  made  it  a  disease  based 
on  gender  and  behavior.  We  should  be 
presenting  HIV/AIDS  as  a  serious  public 
health  concern  that  affects  the  community 
at  large. 

Other  conferees  referred  to  religious  barri- 
ers, homophobia  and  "sex  phobia/'  which 
prevent  open  and  candid  discussions  about 
HIV  prevention. 

School  policies  regarding  HIV/STD  educa- 
tion reflect  the  conservatism  of  the  rural  commu- 
nities. Colomb  summarized  his  experiences  in 
working  with  Mississippi  schools: 

They  say,  "Til  let  you  come  in,  but  show 
me  what  you're  going  to  talk  about.  Give 
me  your  entire  presentation — word-for- 
word — no  condoms  mentioned.  It  has  to 
be  abstinence-based." 

Peggy  Kelly,  health  supervisor  for  the 
Northeast  Florida  Educational  Consortium  in 
Palatka,  Fla.,  said  that  she  convinced  local  school 
boards  to  endorse  HIV  education  by  asking  10th- 
grade  students  in  life-management-skills  classes 


to  write  what  they  wanted  to  know  about  AIDS. 
She  then  shared  the  questions  with  school  board 
members.  "I  asked  them  how  I  was  going  to 
stress  abstinence  when  their  children  were  ask- 
ing these  questions,  and  that  got  us  in." 

Several  speakers  commented  on  the  difficul- 
ty of  convincing  rural  residents  that  recreation- 
al alcohol  and  drug  use  can  put  them  at  risk 
for  HIV.  Teretha  Fowler,  HIV  prevention  coor- 
dinator for  the  Spartanburg  County  Alcohol 
and  Drug  Abuse  Commission  in  Spartanburg, 
S.C.,  observed: 

Many  people  are  in  denial.  Because  if  I 
drink  a  beer  or  I  get  up  in  the  morning 
and  drink  a  six-pack  or  a  case,  I'm  not 
an  alcoholic  and  I  don't  have  a  problem. 
An  alcoholic  is  the  guy  over  on  skid  row 
who  is  not  working  and  living  off  my  tax 
dollars.  That's  the  attitude  that  some 
people  have.  They  don't  perceive  the 
person  who  works  for  one  of  our  local 
industries  and  uses  drugs  on  the  weekend 
as  a  drug  abuser. 

Cultural  barriers,  such  as  the  belief  that  con- 
doms are  a  sign  of  distrust,  were  mentioned  by 
HIV  educators  who  work  with  Haitian  and 
Hispanic  clients.  Among  rural  African  Ameri- 
cans, the  Tuskegee  study  of  untreated  syphilis  in 
black  males  has  left  a  lingering  distrust  of  gov- 
ernment and  the  public  health  system.  Colomb 
explained  the  suspicions  as  follows: 

A  lot  of  (African- American)  country  folk 
think  that  this  disease  was  some  kind  of  delib- 
erate effort  on  the  part  of  the  U.S.  govern- 
ment, and  no  matter  how  many  times  you 
tell  people  "No,  that's  not  the  case,"  people 
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still  argue  with  you:  "Well,  where  did  it 
come  from  then?" 

This  distrust  is  not  unique  to  rural  areas. 
Thomas  and  Quinn  (1991)  report  that  African 
Americans  in  urban  areas  also  are  suspicious  of 
the  messages  and  strategies  being  employed  by 
HIV  risk-reduction  programs. 

Challenges  Faced  by  HIV  Prevention 
Community  Planning  Groups 

Many  of  the  rural  areas  represented  at  the 
conference  have  CDC-funded  HIV  Prevention 
Community  Planning  Groups  (CPGs)  that  develop 
epidemiologic  profiles  for  their  planning  regions, 
assess  and  prioritize  HIV  prevention  needs,  and 
identify  appropriate  interventions  for  specific  pop- 
ulations. Evelyn  Foust,  section  chief  of  the 
HIV/STD  Prevention  and  Care  Section  in  the 
North  Carolina  DEHNR,  emphasized  that  CPG 
members  need  a  clear  understanding  of  their  roles 
and  the  community  planning  process  to  function 
effectively  The  North  Carolina  HIV/STD 
Prevention  and  Care  Section  has  developed  job 
descriptions  for  officers  and  members  of  the  state's 
seven  regional  CPGs  and  regularly  sends  CPG  rep- 
resentatives to  national  meetings  on  community 
planning.  In  1997,  the  section  launched  the  Acad- 
emy of  Community  Planning,  which  will  provide 
in-state  training  to  CPGs  on  an  ongoing  basis.  The 
section  also  has  created  a  mentor  program  that 
Hnks  incoming  CPG  chairs  with  retired  co-chairs 
who  can  offer  advice  and  assistance. 

The  North  Carolina  experience  suggests  that 
member  retention  poses  significant  challenges 
for  rural  CPGs.  Some  CPGs  rotate  their  meetings 
among  counties  to  demonstrate  the  inclusiveness 
of  the  planning  process  and  to  keep  members 
involved.  Others  plan  meals  and  social  events  to 
give  something  back  to  the  membership.  CPGs 
have  learned  that  the  most  effective  retention 
strategy  is  to  convince  members  that  their  hard 
work  is  paying  off. 


Characteristics  of  Successful  HIV 
Education  and  Prevention  Efforts 

Various  speakers  called  for  HIV  education 
and  prevention  approaches  that  reflect  the 
social  and  resource  differences  of  rural  communi- 
ties. Joseph  Hall,  executive  director  of  the 
Nebraska  AIDS  Project  and  former  director  of  an 
AIDS  service  organization  in  Charleston,  S.C., 
remarked:  "The  models  and  paradigms  from 
urban  areas  didn't  work  for  us.  We  had  to  come 
up  with  our  own  models  and  our  own  way  of 
being  sensitive  to  the  community."  Recalling  her 
experiences  as  a  student  at  a  small  Baptist  col- 
lege in  Georgia,  Sandra  Thurman,  director  of  the 
President's  Office  of  National  HIV/AIDS  Policy, 
agreed  that  HIV-prevention  messages  need  to  be 
crafted  differently  for  rural  areas.  She  said: 

You  know,  the  idea  of  (a  poster  with)  two 
very  nice  young  men  sort  of  kissing,  with  15 
earrings  in  their  ears  and  a  condom  plastered 
in  the  middle,  is  not  going  to  fly  in  south 
Georgia.  The  Baptist  minister  will  run  you 
out  of  town  in  no  time  flat. 

Colomb  commented  on  the  need  for  one-on- 
one  education  in  rural  areas  and  the  limitations 
of  mass  media  campaigns: 

You  can't  do  a  mass  media  campaign  when  ... 
the  television  station  that  people  watch  has 
snow  on  it  because  it's  so  far  away.  We've 
got  cable;  we've  got  satellite  dishes,  but  you 
have  to  pay.  Since  a  lot  of  us  don't  have  what 
it  takes  to  pay,  we  may  not  get  the  message. 

A  central  theme  throughout  the  conference 
was  the  need  to  target  HIV  education  and  pre- 
vention programs  toward  specific  populations 
within  rural  communities.  Various  speakers 
emphasized  that  HIV-prevention  messages  and 
interventions  should  be  "culturally  appropriate" 
for  people  of  different  genders,  races,  ethnic 
backgrounds  and  sexual  orientations.  Torean 
Walker,  HIV  prevention  consultant  for  the 
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Kansas  Multicultural  Alcohol  and  Drug 
Treatment  Center,  explained:  "You  must  know 
your  population — who  they  are  and  what  they 
do.  There  are  many  factors  that  influence  beliefs 
and  behaviors  within  each  target  group." 

Pandora  Singleton,  executive  director  of 
Project  Azuka  in  Savannah,  Ga.,  urged  conferees 
to  involve  people  from  the  target  populations  in 
program  planning.  She  also  stressed  the  impor- 
tance of  using  HIV  educators  and  outreach 
workers  who  look  like  the  target  population  and 
are  able  to  blend  with  the  community.  She  said: 

A  lot  of  times  the  message  can  he  very 
important,  hut  so  is  the  messenger,  and  what 
the  messenger  looks  like,  and  what  the  mes- 
senger's experience  is.  The  best  educators  in 
the  world  are  people  living  with  HIV. 

Walker  referred  to  HIV  outreach  as  a  calling 
that  requires  a  high  level  of  commitment. 

You  can't  just  say:  "Well  we  have  some 
African  Americans  over  here,  so  we'll  find 
somehody  African  American  and  put  them  in 
there."  If  they  don't  have  the  real  willingness 
to  do  it — if  they' re  just  therefor  the  money — 
that's  not  it.  The  person  has  got  to  want  to  do 
it ...  and  they  need  to  he  able  to  express  why. 

He  said  that  his  agency  looks  for  outreach 
workers  who  are  personable,  knowledgeable 
about  the  target  populations  and  able  to  interact 
effectively  with  these  populations. 

Conference  sessions  on  integrating  HIV  edu- 
cation into  schools  and  the  faith  community 
underscored  the  need  to  work  through  "gate- 
keepers." Dr.  Joanne  Eraser,  education  associate- 
comprehensive  health /HIV- AIDS  in  the  South 
Carolina  Department  of  Education,  emphasized 
that  "in  the  South,  things  get  done  by  whom  you 
know."  She  urged  conferees  to  cultivate  strong 
working  relationships  with  school  administra- 
tors, school  boards  and  teachers.  "If  these  people 
know  you  and  trust  you,  you  can  get  almost  any- 
thing done."  The  Rev.  Laura  Lee  Kent-Smith, 
director  of  client  services  for  Nashville  CARES  in 
Nashville,  Term.,  said  that  senior  pastors  are  the 


gatekeepers  in  churches.  It  is  essential  to  have 
the  pastor's  blessing  before  contacts  can  be  made 
with  the  women's  fellowship,  youth  groups  or 
other  church  committees.  Singleton  observed 
that,  when  church  pastors  are  reluctant  to  edu- 
cate their  congregations  about  HIV/AIDS,  their 
wives  can  be  a  good  inroad. 

Examples  of  HIV  Education 
and  Outreach  Efforts 

Three  conference  sessions  highlighted  strate- 
gies for  building  awareness  of  HIV-related  risks 
and  protective  behaviors  among  special  popula- 
tions. Some  of  the  key  points  from  these  sessions 
are  summarized  below. 

Men  Who  Have  Sex  With  Men.  Walker  out- 
lined several  methods  of  conducting  outreach  to 
gay  and  bisexual  men  in  rural  areas.  One  of  the 
most  effective  ways  is  through  social  networks. 
Walker  said: 

There  are  certain  people  who  have  the 
power  to  say:  "Hey,  we're  going  to  have 
a  party,"  ...  or  "YJe  want  to  have  a  little 
meeting,"  and  they  have  the  ability  to  draw 
people.  ...  In  between  music,  food,  and  con- 
versation, you  can  stage  little  vignettes — 
real  short,  quick  to  the  point — then,  go  hack 
to  the  party. 

Bar  outreach  can  be  effective  if  the  rural  com- 
munity has  a  bar  or  club  where  gay  people  con- 
gregate. Walker  explained  that  occasional  visits 
to  the  bar  will  not  work.  "You  have  to  really 
spend  time  there  so  people  get  a  comfort  level 
seeing  you,"  he  said.  These  activities  can  be  sup- 
plemented by  "silent  outreach"  in  which  educa- 
tional materials  are  left  in  public  meeting  places, 
such  as  parks  and  truck  stops.  To  reach  gay  and 
bisexual  men  in  a  Kansas  City  park.  Walker 
obtained  necklaces  with  glow  lights  and  then  sta- 
pled these  necklaces  to  trees,  along  with  con- 
doms and  HIV-prevention  messages.  "You're 
walking  through,  and  you  got  all  this  light  going 
on  up  there,  and  you  know  that's  where  you  can 
get  your  condoms." 
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Migrant  and  Seasonal  Farmworkers.  Dr. 

Marie  Jose  Frangois,  an  outreach  worker  for  the 
Farmworker  Association  of  Florida  and  the 
Apopka  Family  Health  Center,  described  an 
AIDS  project  in  central  Florida  that  educates 
migrant  and  seasonal  farmworkers  about  HIV, 
STDs  and  tuberculosis.  The  HIV  educators  come 
from  the  target  populations  and  have  similar 
incomes.  These  educators  become  partners  with 
health  department  staff  to  conduct  HFV  and  STD 
testing,  blood  pressure  screening  and  diabetes 
testing  at  migrant  camps.  When  the  migrant 
workers  are  not  in  town,  the  educators  target 
rural  neighborhoods  for  door-to-door  outreach. 

In  1994,  the  AIDS  Project  organized  a  support 
group  for  migrant  women  with  a  history  of 
STDs.  The  women  meet  one  evening  each  month 
to  discuss  a  variety  of  subjects,  including  safer 
sex.  Twenty-five  women  have  participated  in  the 
group  over  a  three-year  period,  and  all  have 
remained  disease-free.  The  AIDS  Project  also  has 
had  success  with  a  peer  educator  program  that 
trains  migrant  students  to  talk  with  other  youths 
about  HIV,  STDs  and  teen  pregnancy. 

Children  and  Youth.  Peggy  Kelly  described 
her  efforts  to  introduce  HIV  and  sexuaUty  educa- 
tion into  12  rural  school  districts.  A  1990  Florida 
law  requires  elementary  schools,  middle  schools 
and  high  schools  to  cover  these  topics,  but  each 
school  board  has  the  authority  to  decide  what  to 
say  and  how  to  say  it.  Kelly  facilitated  the  plan- 
ning process  by  bringing  educators,  parents, 
ministers  and  other  community  representatives 
together  to  discuss  alternative  approaches. 

One  of  the  recommendations  that  emerged 
from  the  planning  process  was  to  train  students 
to  serv^e  as  peer  educators.  Kelly  and  a  colleague 
organized  camp  experiences  for  the  students  that 
allowed  them  to  participate  in  recreational  and 
social  activities  while  learning  some  facts  about 
HIV/AIDS.  The  students  generated  ideas  for 
posters,  T-shirts  and  HlV-prevention  activities 
that  have  been  successfully  implemented  in 
northeast  Florida.  Most  important,  they  were 
able  to  discuss  topics  with  their  peers  that  would 
not  have  been  allowed  in  classroom  settings. 

Fraser  outlined  strategies  that  she  has  used  to 


integrate  HIV  education  into  the  curricula  of 
South  Carolina  schools.  In  1988,  the  South 
Carolina  State  Legislature  passed  a  law  that 
requires  STD /AIDS  education  to  be  offered, 
along  with  reproductive  health  and  pregnancy- 
prevention  education,  in  grades  six,  seven  and 
eight  and  one  time  in  high  school.  Although 
these  curricular  offerings  help  build  a  knowledge 
base  about  STDs  and  HIV /AIDS,  the  discontinu- 
ous nature  of  the  instruction  makes  it  difficult  for 
students  to  develop  skills  in  refusing  risky  sexual 
encounters  and  negotiating  safer  sex. 

Recognizing  that  HIV /AIDS  instruction  has 
to  be  continuous  to  change  students'  behaviors, 
Fraser  sought  ways  of  repackaging  HIV  educa- 
tional materials  so  that  they  could  be  used  in  a 
variety  of  classroom  settings.  She  found  that 
high  school  English  teachers  were  willing  to 
assign  articles  from  Straight  Talk  (a  teen  maga- 
zine) on  "Saying  No  to  Sex"  and  related  topics 
if  the  articles  were  presented  as  remedial  read- 
ing material  that  would  help  develop  students' 
reading  and  test-taking  skills.  The  articles  were 
distributed  to  teachers  with  questions  that  they 
could  use  to  test  for  vocabulary,  comprehension 
and  critical  thinking.  To  integrate  HIV  educa- 
tion into  math  classrooms,  Fraser  developed 
exercises  that  use  state  HIV/ AIDS  surveillance 
data  to  teach  basic  math,  the  calculation  of  rates 
and  percentages  and  the  development  of  tables 
and  graphs. 

The  South  Carolina  Department  of  Education 
has  CDC  funding  to  award  minigrants  of  up  to 
$500  for  youth-initiated  HIV-education  projects. 
Teens  write  the  grant  applications  and  provide 
leadership  for  the  projects.  Since  1992,  the 
department  has  awarded  30  to  40  grants  each 
year  for  projects  such  as  HFV/ AIDS  film  festi- 
vals, video  interviews  with  people  living  with 
HFV,  and  poster  contests  promoting  abstinence. 

Community  Education 

Numerous  speakers  commented  on  the  need 
for  community  education  to  build  understanding 
of  HFV/ AIDS  and  increase  acceptance  of  people 
infected  and  affected  by  the  virus.  There  was 
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general  agreement  that  the  epidemic  needs  to  be 
personalized  so  that  rural  residents  feel  some 
affinity  with  people  living  with  HIV  and  their 
families.  Holloway  said  that  in  southeast 
Georgia,  personal  witnessing  by  HIV-positive 
individuals  has  helped  to  change  community 
attitudes.  Frank  Dean,  executive  director  of  the 
Bay  AIDS  Services  and  Information  Coalition 
(BASIC)  in  Panama  City,  Fla.,  said  that  his 
agency  collaborated  with  36  nonprofit,  health- 
related  organizations  to  sponsor  a  conference  for 
caregivers.  By  bringing  caregivers  for  aging  par- 
ents, terminally  ill  children,  patients  with  chronic 
and  mental  illnesses,  and  HIV/ AIDS  patients 
together,  BASIC  was  able  to  highlight  the  issues 
that  they  have  in  common  and  reduce  the  stigma 
surrounding  HIV /AIDS.  Dean  explained 
BASIC'S  philosophy: 

If  activism  worked  in  our  area,  I  have 
plenty  of  staff  that  would  he  right  there 
picketing,  marching  and  throzuing  red 
paint  on  things,  but  that's  not  going  to  do 
good  in  the  long  haul.  The  thing  we  need  to 
do  is  to  change  the  ignorance,  and  the  only 
way  to  do  that  is  to  educate. 

Walker  suggested  that  the  best  way  to  edu- 
cate rural  communities  about  HIV/AIDS  may 
be  to  go  through  the  back  way.  He  advised  con- 
ferees to  learn  what  issues  are  important  to 
their  communities  and  then  build  their  HIV- 
education  strategies  around  these  issues. 


Conference  speakers  identified  two  ways  of 
strengthening  rural-based  HIV  education  and 
prevention  programs.  Rose  Winters,  program 
director  of  the  Center  for  HIV  Programs  at  James 


Madison  University  in  Harrisonburg,  Va.,  called 
for  more  emphasis  on  program  evaluation.  "It's 
no  longer  acceptable  to  request  monies  for  (pre- 
vention) programs  without  proving  that  the  pro- 
grams work,"  she  said.  Colomb  also  stressed  the 
need  for  outcomes  assessment: 

Prevention  has  to  show  some  benefit.  No 
longer  can  we  go  out  and  grab  two  or  three 
packages  of  brochures  and  a  bag  of  condoms 
and  say:  "Oh,  ive're  going  to  do  HIV  preven- 
tion." ...  The  question  becomes:  Was  your 
work  effective?  Did  it  change  behavior?  Did  it 
stop  new  infection  from  occurring? 

Another  challenge  facing  rural  areas  is  the 
need  to  better  integrate  HIV  prevention  and  care. 
Kimberly  Scott,  project  director  for  the  Eastern 
North  Carolina  HIV /AIDS  Consortium,  urged 
HIV  service  providers  to  join  with  HIV  educators 
to  change  community  attitudes.  She  said: 

What  happens  when  you  have  clients  in 
a  rural  area  who  don't  want  to  use  your 
rural  provider?  We're  never  going  to 
have  enough  resources  to  transport  people 
over  county  lines  just  because  a  relative 
works  at  the  health  department.  ...  We  have 
to  keep  pushing  for  community  education 
that  we  hope  will  change  attitudes,  allow 
people  to  talk  about  AIDS,  and  make  more 
services  available. 

Other  speakers  emphasized  the  mutual  bene- 
fits of  collaboration.  Prevention  workers  can 
learn  about  the  new  HIV /AIDS  treatments,  and 
clinicians  can  work  through  them  to  get  the  mes- 
sage out.  Collaboration  also  is  necessary  for  the 
effective  integration  of  HFV  prevention  into  man- 
aged care  networks. 
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Chapters 

HIV  Counseling  and  Testing 


Three  speakers  discussed  the  potential  of 
new  antiretroviral  therapies  and  methods 
of  HIV  testing  to  change  HIV  counseling 
and  testing  practices  in  rural  areas.  Winters  com- 
mented that  the  availability  of  exciting  new  treat- 
ment options  gives  rural  residents  a  greater 
incentive  to  be  tested  for  HIV.  However,  they 
are  unlikely  to  seek  testing  unless  they  have 
some  sense  of  personal  risk.  Confidentiality 
concerns,  the  cost  of  HIV  antibody  tests  and  the 
lack  of  transportation  pose  additional  barriers  to 
HIV  testing. 

Oral  Specimen  Collection 

Winters  said  that  people  who  seek  HIV 
testing  at  an  anonymous  testing  site  in  the 
Shenandoah  Valley  of  Virginia  often  wait  two  to 
six  weeks  for  an  appointment.  During  this  peri- 
od, she  said,  "they  tend  to  chicken  out  because 
the  anxiety  is  too  great."  While  trying  to  decide 
what  to  do  about  this  problem.  Winters  was 
asked  to  participate  in  a  demonstration  project  to 
evaluate  the  effectiveness  of  the  OraSure  HIV-1 
oral  specimen  collection  device  in  rural  areas. 
Because  OraSure  does  not  require  the  drawing  of 
blood.  Winters  was  able  to  incorporate  HIV  test- 
ing into  her  prevention  presentations.  People 
who  wished  to  be  tested  simply  accompanied 
her  to  a  separate  room  where  they  received 
counseling  and  then  used  the  OraSure  collection 
device  to  draw  a  sample  of  oral  mucosal  transu- 
date from  the  tissues  of  their  cheek  and  gum. 
They  placed  the  collection  pad  in  a  vial  with  a 
preservative  and  gave  it  to  Winters  for  submis- 
sion to  a  clinical  laboratory.  Within  two  weeks, 
she  was  able  to  give  them  their  test  results. 


Winters  depicted  HIV-1  oral  specimen  testing 
as  an  "opportrmity  for  rural  areas  to  be  at  the 
forefront  of  technology."  She  has  successfully 
used  OraSure  in  gay  bars,  juvenile  facilities, 
migrant  camps,  drug  treatment  centers  and  col- 
leges. When  she  offered  HIV  testing  at  a  poultry 
plant,  she  found  that  many  workers  came  togeth- 
er to  "hold  each  other's  hand  ...  as  they  shared 
stories  about  why  they  were  seeking  counsel- 
ing." Later,  she  learned  that  the  workers  had 
organized  informal  support  groups  to  discuss  the 
reasons  to  be  tested  and  the  need  to  teach  their 
children  about  HIV.  Health  care  professionals 
who  participated  in  the  demonstration  project 
told  her  that  they  were  doing  a  better  job  of 
pretest  counseling  because  they  were  no  longer 
concerned  about  needle  accidents. 


Home  Sample  Collection 

Dr.  Bernard  Branson,  medical  epidemiologist 
in  CDC's  Division  of  HIV/ AIDS  Prevention,  said 
that  when  CDC  began  examining  home  sample 
collection  kits  in  1990,  the  greatest  support  came 
from  rural  health  care  providers  who  saw  the 
kits  as  a  way  to  overcome  access  and  confiden- 
tiality problems.  In  May  and  July  1996,  the  Food 
and  Drug  Administration  approved  two  home 
sample  collection  kits  for  use.  One  year  later, 
Johnson  and  Johnson  withdrew  its  kit  from  the 
market  because  of  "insufficient  utilization." 

Data  collected  by  the  other  home  sample  col- 
lection kit  manufacturer.  Home  Access  Health 
Corp.,  indicates  that  40,000  people  were  tested 
through  March  1997.  About  two-thirds  of  the 
people  who  registered  for  home  sample  collec- 
tion kits  responded  to  questions  on  demograph- 
ics and  risk  factors.  Because  only  54  percent  of 
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the  respondents  provided  their  ZIP  codes, 
the  CDC  has  not  been  able  to  determine  the 
extent  to  which  these  kits  are  being  used  in 
rural  areas.  The  most  frequent  users  have 
been  white  heterosexuals. 

Home  Access  Health  Corp.  is  working  with 
several  health  departments  to  test  the  outreach 
potential  of  home  sample  collection  kits  in  rural 
areas.  At  one  study  site  in  Arizona,  the  residents 
live  200  miles  from  the  closest  HIV  counseling 
and  testing  facility.  The  rural  demonstration  pro- 
jects are  examining  levels  of  acceptance  among 
different  target  populations  and  whether  people 
will  call  to  get  their  test  results. 

Joseph  Hall  of  the  Nebraska  AIDS  Project 
said  that  the  quality  of  the  post-test  counseling 
offered  by  home  sample  collection  companies 
needs  to  be  carefully  monitored.  In  October  1996, 
the  Nebraska  AIDS  Project  asked  an  HIV-positive 
volunteer  to  send  a  blood  sample  to  a  home  sam- 
ple collection  company  in  order  to  evaluate  the 


quality  of  the  post-test  counseling.  The  telephone 
counselor  provided  some  referral  information 
but  did  not  mention  Omaha's  largest  HIV  clinic 
or  the  Nebraska  AIDS  Project.  One  of  the  physi- 
cians suggested  by  the  counselor  was  a  pediatri- 
cian, and  the  telephone  number  was  wrong. 
When  the  Nebraska  AIDS  Project  conducted 
more  test  runs  in  August  1997,  both  the  quality 
and  quantity  of  the  referrals  had  improved. 

Branson  pointed  out  that  because  home  col- 
lection kit  users  remain  anonymous  after 
testing  positive  for  HIV,  no  data  are  available  on 
the  percentage  who  follow  through  on  referrals. 
Studies  at  public  HIV  counseling  and  testing 
sites  show  that,  in  the  absence  of  ongoing  case 
management,  only  35  percent  of  the  people  who 
test  positive  are  enrolled  in  a  care  system  six  to 
12  months  later.  Hall  said  that  telephone  calls  to 
his  agency's  hotline  suggest  that  many  kit  users 
who  test  positive  are  seeking  confirmatory  tests 
at  HIV  counseling  and  testing  sites. 
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Health  and  Support  Services 
for  Rural  Residents  With  HIV/AIDS 


The  conference  speakers  reported  varying 
levels  of  success  in  establishing  health  and 
social  support  networks  for  rural  residents 
living  with  HIV.  Although  most  areas  have  been 
able  to  identify  some  physicians  who  will  see 
HIV-positive  patients,  dental  care  has  been  very 
difficult  to  obtain.  Frank  Dean  said  that  BASIC 
plans  to  tackle  this  problem  by  inviting  an 
HIV /AIDS  dental  specialist  from  the  University 
of  Birmingham  to  discuss  extractions  with  the 
local  dental  association  at  a  dinner  meeting 
sponsored  by  a  pharmaceutical  company. 

Strategies  for  Developing  l-IIV 
Primary  Care  Networks 

Benjie  Hair  said  that  he  worked  with  county 
health  departments  to  establish  three  HIV  clinics 
that  are  staffed  by  public  health  nurse  practition- 
ers and  local  physicians.  These  rural-based  clin- 
ics have  greatly  improved  patient  compliance 
with  medical  regimens  because  people  no  longer 
have  to  travel  2-1/2  hours  to  a  tertiary  care  cen- 
ter. Hair  distributed  copies  of  his  "road  map"  for 
developing  a  system  of  HIV  primary  care.  The 
key  steps  in  this  process  are  as  follows: 

•  Decide  what  counties  you  are  going  to  serve. 

•  Invite  the  key  players  in  these  counties  (hos- 
pitals, public  health  departments,  rural 
health  clinics,  private  physicians,  AIDS  ser- 
vice organizations)  to  help  you  plan  the  pri- 
mary care  system. 

•  "Be  sure  that  the  core  clinical  services  are  sup- 
plemented by  HIV-prevention  education, 
HIV  clinical  education,  and  maintenance  and 
support  services. 


•  Develop  care  plans  for  both  clinical  and  sup- 
port services. 

•  Determine  the  cost  of  each  service.  Can 
you  provide  these  services  and  at  least 
break  even? 

Dean  said  that  BASIC  built  an  HIV  primary 
care  network  in  six  northwest  Florida  counties 
by  assuring  physicians  that  BASIC  case  man- 
agers will  provide  all  necessary  back-up  support. 
When  the  case  managers  schedule  a  medical 
appointment,  they  arrange  for  all  lab  work  to  be 
completed  by  the  time  the  client  sees  the  physi- 
cian. They  stay  in  constant  communication 
with  the  physicians  and  regularly  mail  them 
information  on  new  therapies.  Because  HIV/ 
AIDS  patients  are  distributed  among  24  physi- 
cians, no  one  gets  labeled  as  the  "AIDS  doctor." 
Specialty  care  is  provided  by  an  infectious  dis- 
ease specialist  who  moved  to  Panama  City,  Fla., 
in  June  1997. 

Dr.  Harold  Henderson,  associate  professor  of 
medicine  in  the  Division  of  Infectious  Diseases  at 
the  University  of  Mississippi  Medical  Center 
(UMMC),  described  how  UMMC  is  using  comput- 
er-based distance  learning  to  train  rural  health  care 
practitioners  to  deliver  HIV  primary  care.  With 
funding  from  a  Ryan  White  CARE  Act  Special 
Projects  of  National  Significance  (SPNS)  grant, 
UMMC  installed  personal  computers  and  telecom- 
munications hardware  and  software  in  10  commu- 
nity health  centers.  Small  groups  of  physicians,  den- 
tists and  nurse  practitioners  from  each  center  partic- 
ipate in  a  12-session  training  course  through  this 
network.  While  viewing  slides  on  the  computer, 
they  can  interact  with  Henderson  and  with  one 
another.  They  also  have  the  option  of  supplement- 
ing the  distance  learning  sessions  with  a  Uvo-day 
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clinical  preceptorship  at  the  UMMC  Infectious 
Diseases  Clinic. 

Henderson  listed  five  advantages  of  distance 
learning  technology:  (1)  participants  can  receive 
continuing  education  credits  without  traveling  to 
a  training  site;  (2)  the  training  only  requires  one 
hour  of  their  time  every  two  weeks;  (3)  the 
computer  network  can  be  used  to  perform  litera- 
ture searches  and  retrieve  journal  articles;  (4) 
participants  can  communicate  with  Henderson 
and  with  one  another  via  e-mail;  and  (5)  the  cur- 
riculum can  be  updated  as  therapies  change. 
Computer-based  distance  learning  also  has  some 
disadvantages.  With  just  one  computer  for  each 
site,  only  three  to  five  clinicians  can  be  trained  in 
each  community  health  center.  Since  there  is  no 
television  camera,  Henderson  has  no  way  of 
knowing  if  people  leave  the  training  session. 

The  UMMC  plans  to  evaluate  the  effective- 
ness of  the  computer-based  distance  learning 
project  by  comparing  data  on  the  number  of 
people  who  receive  HIV  counseling  and  testing 
at  the  community  health  centers  and  on  the 
number  of  patients  who  are  referred  to  the 
UMMC  Infectious  Diseases  Clinic  before  and 
after  the  training  sessions.  Pre-  and  post-tests 
of  participants  will  measure  changes  in  their 
knowledge  and  attitudes.  Because  the  training 
is  still  in  progress,  Henderson  was  unable  to 
report  the  outcomes.  However,  he  noted  that 
participants  will  need  continuing  support  from 
UMMC  to  keep  abreast  of  the  rapid  changes  in 
HIV/AIDS  therapies. 

Care  has  become  very,  very  complicated 
now,  and  I  don't  believe  that  yon  can  expect 
to  deliver  a  good  training  program — no  mat- 
ter how  good  it  is — and  then  go  away  and 
expect  that  those  people  whom  you  trained 
will  continue  delivering  high-quality  care  to 
all  patients.  I  think  that  what  needs  to  be 
done,  in  addition  to  this,  is  to  establish  an 
ongoing  relationship  between  primary  care- 
givers and  HIV  specialists  so  that  the  prima- 
ry caregivers  can  be  continually  updated,  ask 
questions  and  have  support  for  patients  who 
are  very  complicated. 


Henderson  and  his  staff  have  discussed  the 
possibility  of  expanding  the  distance  learning 
project  into  a  telemedicine  network  that  links 
rural  clinics  with  UMMC.  Using  this  approach, 
the  clinicians  who  participated  in  the  training 
program  would  have  ongoing  access  to  HIV  spe- 
cialists for  medical  updates  and  consultations  on 
patients  with  complex  medical  problems. 


Access  Barriers 

Dr.  Kate  Whetten-Goldstein,  assistant 
research  professor  at  Duke  University's  Center 
for  Health  Policy  Research  and  Education, 
reminded  conferees  that  the  availability  of  med- 
ical and  support  services  in  rural  areas  should 
not  be  equated  with  accessibility.  She  said: 

You  can  have  a  doctor  next  door,  but  if  you're 
afraid  to  go  see  that  doctor  because  the  doctor 
is  a  relative  or  friend  or  for  some  other  reason, 
then  that  doctor  is  not  accessible  to  you.  Also, 
if  a  physician  or  a  case  manager  is  not  cultur- 
ally competent,  you  don't  have  access  to  care. 

Ellen  Cordoba  commented  on  the  diversity  of 
rural  cultures.  Most  of  the  patients  at  the  Marion 
E.  Fether  Medical  Center  are  first-generation 
immigrants  from  Mexico,  Haiti  and  Guatemala 
who  do  not  speak  English.  Each  population  has 
different  beliefs  about  HIV/ AIDS  and  the  effica- 
cy of  medical  treatments.  Cordoba  said: 

How  do  we  handle  this?  One  thing  that 
should  be  obvious  to  you  is  that  we  need  a  ^. 
multilingual  staff  and  a  culturally  sensitive 
staff.  All  of  our  clinical  assistants  and  about 
half  of  our  nursing  staff  are  bilingual.  Some  of 
us  speak  Spanish  and  a  few  speak  Creole.  We 
have  one  Guatemalan  interpreter. 

Dr.  Allison  Nist  reiterated  the  point  that  med- 
ical care  must  be  adapted  to  each  patient's  social, 
cultural  and  economic  environment.  "If  the  doc- 
tors who  prescribe  don't  understand  the  way 
patients  are  living,  the  whole  system  is  not  going 
to  work,"  she  said. 
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Conference  speakers  and  participants  ob- 
served that  the  geographic  distance  to  services 
presents  a  major  access  barrier  for  many  rural 
residents  with  HIV/AIDS.  People  often  travel 
two  or  more  hours  to  see  an  infectious  disease 
specialist  at  a  tertiary  care  center.  Transportation 
is  a  problem  regardless  of  the  distance  traveled. 
Very  few  rural  communities  have  buses,  and 
taxi  services  are  limited.  Service  providers 
reported  that  when  they  are  able  to  find  volun- 
teer drivers,  their  clients  are  reluctant  to  ride 
with  the  drivers  because  they  do  not  want  them 
to  know  about  their  HIV  status.  To  ensure  that 
transportation  problems  do  not  interfere  with 
medical  regimens,  the  South  Carolina  AIDS  Drug 
Assistance  Program  mails  prescription  drugs  to 
clients'  homes. 

Several  speakers  commented  on  the  difficulty 
of  prescribing  medications  or  arranging  home 
health  services  for  HIV-positive  individuals  who 
live  in  substandard  housing.  Teretha  Fowler  said 
that  the  lack  of  transitional  housing  for  HIV- 
infected  homeless  people  forces  them  to  conceal 
their  HIV  status  to  stay  at  local  shelters.  Dr.  Ted 
Holloway  said  that  very  few  HIV-positive  people 
in  his  district  are  homeless,  but  many  are  living 
in  homes  that  are  totally  inadequate.  Kimberly 
Scott  of  Greenville,  N.C.,  said  that  the  Eastern 
North  Carolina  HIV /AIDS  Consortium  some- 
times purchases  telephones  for  clients  to  main- 
tain contact  with  them. 

Continuity  of  Care 

Continuity  of  care  emerged  as  an  issue  in 
several  conference  sessions.  Fowler  said  that  ser- 
vice providers  in  the  Piedmont  area  of  South 
Carolina  have  responded  to  funding  shortages 
by  networking  and  sharing  resources.  The  case 
manager  for  the  Piedmont  Care  Consortium 
holds  biweekly  case  conferences  with  the  adult 
health  nurse  and  social  worker  from  the  health 
department,  the  social  worker  for  an  HIV/ AIDS 
long-term  care  program,  and  a  substance  abuse 
counselor  to  discuss  the  service  needs  of  individ- 
ual clients  and  to  plan  coordinated  approaches  to 
service  delivery.  Several  service  agencies  have 


agreed  to  establish  funds  to  reimburse  a  "dial-a- 
ride"  program  and  taxi  companies  for  transport- 
ing clients. 

Pandora  Singleton  advised  conferees  to  take 
advantage  of  the  collaborative  spirit  in  rural  com- 
munities. "When  you  live  in  a  small  town,  you've 
got  to  call  people  when  you  need  something," 
she  said.  "You  would  be  surprised  about  how 
many  things  we  could  get  if  we  would  ask." 
Whetten-Goldstein  of  Durham,  N.C.,  pointed  out 
that  collaboration  is  going  to  be  even  more 
important  under  managed  care.  "If  HIV  service 
providers  are  going  to  survive  in  a  managed  care 
environment,  they  must  be  at  the  table,"  she  said. 

The  conference  speakers  identified  two  spe- 
cial populations  that  pose  great  challenges  for 
continuity  of  care.  Dr.  Polly  Ross,  medical  direc- 
tor for  Western  North  Carolina  Community 
Health  Services  Inc.,  mentioned  that  in  her  state, 
HIV-positive  prisoners  on  antiretroviral  therapy 
are  being  released  with  only  one  month's  worth 
of  medicine.  Ross  said: 

If  they're  lucky,  they  can  come  up  here 
(Asheville),  and  we  can  see  them  ivithin  a 
month,  hut  the  majority  like  to  go  to 
Charlotte.  Charlotte's  our  big  town,  you 
know,  and  it  takes  three  months  to  see  a 
physician  for  HIV  care.  That's  two  months 
without  medications. 

Nist  pointed  out  that  similar  problems  exist 
for  migrant  farmworkers.  They  may  start  on 
antiretroviral  therapy  only  to  find  that  they  are 
ineligible  for  prescription  drug  assistance  in  the 
next  state.  Nist  said: 

I  was  hoping  that  people  organized  this  con- 
ference, in  part,  so  that  we  could  develop  a 
political  force  toward  instituting  a  national 
Medicaid  and  AIDS  Drug  Assistance 
Program  for  farmworkers  or  any  migrant  sea- 
sonal workers  who  need  these  kinds  of  assis- 
tance. I  truly  think  that,  if  we  don't  jump  on 
this  in  the  very  near  future,  we  will  have  all 
these  wonderfid  medications  that  no  longer 
work  (due  to  drug  resistance).  If  we  wanted  to 
create  a  formula  for  multi-drug  resistant  HIV, 
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zve  zuould  do  just  what  we're  doing  now.  We 
would  make  antiretroviral  medications  avail- 
able to  a  migratory  population  like  U.S.  farm- 
workers, intermittently  or  interrupted  from 
state  to  state  as  they  travel,  and  then  watch 
resistance  develop — a  recipe  for  disaster. 

Nist  also  cited  the  need  for  a  portable  med- 
ical record  system  that  ensures  continuity  of 
care  for  migrant  farmworkers  with  HIV/ AIDS. 
This  system  could  be  patterned  after  the 
National  TB  Net,  which  tracks  what  drugs  have 
been  prescribed,  and  by  whom,  resistance  pat- 
terns, and  other  vital  information  as  TB-infected 
migrant  workers  move  from  one  area  to  another 
(Nist,  1996). 

Models  for  Rural  HIV  Service  Delivery 

Several  conference  speakers  presented  mod- 
els for  delivering  health  and  support  services  to 
rural  residents  with  HIV/AIDS.  The  key  features 
of  these  models  are  described  below. 

Urban  Outreach  Model.  Dr.  Larry  Williams, 
medical  director  for  Montgomery  AIDS  Outreach 
(MAO),  described  how  MAO  built  a  network  of 
rural  satellite  clinics  around  its  urban  HIV  clinic 
in  Montgomery,  Ala.  He  emphasized  that  HIV 
outreach  programs  for  rural  areas  must  be  built 
upon  a  stable  physician  base.  The  HIV  clinic  in 
Montgomery  serves  as  this  base,  with  a  full-time 
physician,  ready  access  to  specialists,  and  a  full 
complement  of  nursing  and  allied  health  staff. 
Because  the  physician  has  hospital  privileges, 
rural  HIV/ AIDS  patients  can  be  assured  of 
admission  to  a  Montgomery  hospital  regardless 
of  their  insurance  status. 

In  September  1994,  MAO  received  a  Title  III 
(Ryan  White  CARE  Act)  grant  to  develop  the 
rural  satellite  network.  AIDS  service  organiza- 
tions in  Selma  and  Auburn,  Ala.,  helped  MAO 
identify  rural  clinics  and  facilities  that  could  be 
used  as  primary  care  sites.  Williams  said: 


We  approached  the  330  clinics,  which  are  fed- 
erally funded  clinics,  and  they  gave  us  space 
to  use  on  the  days  that  their  physicians  were 
not  loorking.  A  local  physician  in  Selma  let 
us  use  his  office  on  Wednesday  mornings 
when  he  was  doing  surgeries.  We  also  used 
county  health  departments. 

After  the  necessary  space  had  been  procured, 
MAO  stocked  the  mobile  clinic  with  equipment 
and  supplies  and  developed  a  portable  chart  sys- 
tem so  that  it  would  not  have  to  rely  on  host 
facilities  for  any  support.  The  laboratory  for  the 
Alabama  State  Department  of  Health  agreed  to 
perform  most  of  the  lab  work  at  little  or  no  cost. 

A  medical  team,  consisting  of  a  physician,  a 
nurse,  a  phlebotomist  and  a  receptionist,  travels 
to  each  rural  site.  For  three  years,  this  team  used 
a  Ford  Bronco  that  had  been  willed  by  an  AIDS 
patient.  Williams  described  the  vehicle: 

It's  a  large  Ford  Bronco — one  of  those  Eddie 
Bauer  ones  that  sits  up  real  large — so  our 
nurses  are  truck  drivers,  too,  because  this  thing 
literally  is  a  truck.  It  holds  four  passengers  and 
they  need  four  people  to  man  the  clinics,  and  it 
holds  all  of  our  mobile  clinic  items  in  the  cargo 
area,  and  we  can  go  pretty  fast  because  people 
tend  to  move  out  of  our  way: 

Contributions  from  a  local  fund-raising  event 
and  a  $10,000  matching  grant  from  Liz  Claiborne 
enabled  MAO  to  buy  a  new  van  in  August  1997. 

Williams  estimated  that  the  rural  satellite 
clinics  are  serving  between  250  and  300  patients. 
Social  workers  from  AIDS  outreach  programs  in 
Tuskegee,  Mobile,  and  Auburn,  Ala.,  identify 
rural  residents  with  HIV /AIDS  who  need  med- 
ical care,  schedule  their  clinic  appointments,  and 
arrange  for  transportation  as  necessary.  They 
also  help  patients  obtain  prescribed  medications 
and  follow-up  appointments  with  specialists. 
Williams  characterized  the  social  workers  as  the 
backbone  of  the  system.  "We  could  have  the  best 
clinic  in  the  world,  but  if  the  social  workers 
couldn't  help  us  get  the  people  there  and  get 
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what  they  need,  then  we  might  as  well  not  have 
the  clinics,"  he  said. 

Community-based  Wellness  Centers. 

Holloway  described  a  network  of  HIV  clinics 
that  Georgia's  Southeast  Health  District  orga- 
nized to  serve  rural  residents.  He  stated  that,  in 
contrast  to  the  MAO  model,  "ours  is  a  rural  area 
that  has  reached  up  and  tried  to  grab  those 
urban  areas  and  bring  them  into  us."  When  the 
first  HIV  cases  were  identified  in  southeast 
Georgia,  the  health  district  used  nurse  practition- 
ers from  the  family  planning,  maternal  health, 
hypertension  and  diabetes  programs  to  see  these 
patients.  They  soon  discovered  that  people  did 
not  want  to  come  to  the  health  departments 
because  they  feared  that  a  friend  or  relative 
would  see  them.  This  discovery  led  to  the  estab- 
lishment of  separate  "wellness  centers"  that  ini- 
tially were  funded  by  a  Ryan  White  SPNS  grant 
and  that  now  receive  funding  from  Titles  II  and 
III  of  the  Ryan  White  CARE  Act,  the  United  Way 
and  area  hospitals. 

As  of  August  1997,  the  five  wellness  centers 
were  serving  321  people  with  HIV /AIDS  from 
16  southeast  Georgia  counties.  Each  center  is 
staffed  by  a  nurse  practitioner  and  secretaries 
who  assist  with  clerical  work  and  case  manage- 
ment. Disease  intervention  specialists  are  based 
at  some  of  the  centers,  and  social  workers  and 
nutritionists  rotate  through  each  site.  To  ensure 
that  HIV/ AIDS  patients  also  have  access  to 
social  support,  the  Southeast  Health  District 
worked  with  volunteers  to  establish  AIDS  service 
organizations  in  the  communities  that  have  well- 
ness centers. 

The  Southeast  Health  District  requires  all 
wellness  center  patients  to  have  primary  care 
physicians.  Holloway  described  the  strategy  for 
involving  local  physicians: 

We  met  with  the  medical  staff  and  said: 
"Look,  if  people  don't  have  a  doc,  we  will 
rotate  the  docs  around.  Will  you  participate?" 
And,  we  got  quite  a  few  physicians  who 
would  agree  to  that.  We  pay  them  to  see  the 
patient  for  a  primary  care  visit,  and  then  they 
link  the  patient  hack  up  with  our  nurse  prac- 


titioners to  provide  case  management,  viral 
loads  and  wraparound  services. 

The  nurse  practitioners  play  a  major  role  in 
monitoring  viral  loads  and  adherence  to  anti- 
retroviral  therapies  because  the  primary  care 
physicians  do  not  have  sufficient  time  or  knowl- 
edge to  do  this.  A  medical  director  (Dr.  Claire 
Hicks  of  Jesup,  Ga.)  regularly  visits  each  well- 
ness center  to  provide  medical  back-up. 

When  the  Medical  College  of  Georgia 
received  a  grant  to  pilot-test  a  telemedicine  net- 
work, the  Southeast  Health  District  applied  to  be 
one  of  the  demonstration  sites.  The  monthly 
telemedicine  clinics  have  made  it  possible  for 
southeast  Georgia  residents  to  be  seen  by  HIV 
specialists  without  driving  180  miles  to  the 
Medical  College  of  Georgia  in  Augusta,  Ga. 
Holloway  noted  that  without  grant  support,  the 
Southeast  Health  District  would  not  be  able  to 
afford  telemedicine.  The  equipment  costs 
between  $250,000  and  $300,000,  and  the  T-1  line 
costs  about  $1,500  a  month.  Currently,  the  district 
uses  a  nurse  practitioner  to  present  the  patients 
for  consultation.  To  receive  Medicaid  reimburse- 
ment, the  district  would  have  to  have  a  physician 
present  "at  both  ends." 

Integrated  HIV  Care  System.  Whetten- 
Goldstein  summarized  the  process  that  tertiary 
care  centers  and  community-based  providers 
are  using  to  create  an  integrated  HIV  care  sys- 
tem in  eastern  North  Carolina.  She  identified 
two  factors  that  are  driving  the  movement 
toward  integrated  HIV  care:  (1)  the  need  to 
build  stronger  links  between  tertiary  care  cen- 
ters and  rural  communities  to  ensure  that  sup- 
port systems  are  available  to  help  patients 
adhere  to  drug  therapies  and  (2)  the  need  to 
prepare  for  a  managed  care  environment.  With 
financial  support  from  a  Ryan  White  SPNS 
grant,  infectious  disease  specialists  from  the 
University  of  North  Carolina,  Duke  University 
and  East  Carolina  University  have  joined  with 
HIV  care  consortia  and  case  management  agen- 
cies to  plan  an  integrated  delivery  system  that 
will  span  54  counties. 
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The  integrated  HIV  care  system  will  rely  on 
infectious  disease  specialists,  rural  physicians 
and  case  managers  to  co-manage  HIV/ AIDS 
patients.  Infectious  disease  specialists  in  the  ter- 
tiary care  centers  will  check  for  clinical  trial  eligi- 
bility and  prescribe  medications.  Primary  care 
physicians  and  case  managers  will  follow  the 
patients  in  the  rural  communities,  with  back-up 
support  from  the  specialists.  When  Whetten- 
Goldstein  surveyed  400  eastern  North  Carolina 
physicians  in  the  spring  of  1997,  about  50  physi- 
cians said  that  they  would  like  to  be  trained  to 
participate  in  the  network.  The  North  Carolina 
AIDS  Training  Network  planned  to  begin  offer- 
ing this  training  in  September  1997  and  will  pro- 
vide ongoing  consultation  through  e-mail  and 
the  project's  computer  network. 

Both  infectious  disease  specialists  and  case 
managers  are  developing  "care  maps"  for 
HIV/AIDS  patients.  Whetten-Goldstein 
described  the  care  maps: 

Care  maps  are  the  same  as  standards  of  care. 
They  lay  out  guidelines  for  what  you  should 
do  when  a  client  or  patient  comes  in  with  dif- 
ferent signs  and  symptoms.  They  are  not 
something  that  you  have  to  adhere  to,  hut 
they  allow  a  kind  of  base  for  discussion  where 
you  can  say:  '"Why  did  care  deviate  in  this 
case?"  If  you're  going  into  a  managed  care 
environment,  this  is  very  important  because 
you  need  to  have  some  sort  of  checks  on  the 
kinds  of  care  that  are  being  provided. 

Benjie  Hair  added  that  care  maps  can  be 
useful  for  analyzing  the  costs  of  delivering  care 
to  HIV-positive  patients  with  different  condi- 
tions and  at  different  stages  of  disease.  Both 
speakers  emphasized  the  importance  of  holding 
separate  meetings  of  physicians  and  case  man- 
agers before  bringing  them  together.  Whetten- 
Goldstein  explained: 

Physicians  and  case  managers  need  a  chance  to 
meet  separately  and  to  feel  empowered  to  say 
wlmt  they  need  to  say.  Then,  when  everyone 
comes  together,  there  needs  to  be  a  specific  agen- 
da so  that  they're  all  moving  toward  something. 


The  planning  process  revealed  considerable 
misunderstanding  and  animosity  between  infec- 
tious disease  clinics  and  community-based  case 
managers.  System  planners  are  trying  to  over- 
come this  animosity  through  intensive  formal 
and  informal  communication.  They  also  are  cre- 
ating a  computer  network  that,  with  patient  con- 
sent, will  allow  information  to  be  shared  among 
infectious-disease  clinics,  primary  care  physi- 
cians and  case  managers. 

In  future  months,  the  integrated  HIV  care 
system  will  be  expanded  to  include  home 
health  agencies,  hospices,  mental  health 
agencies  and  agencies  that  provide  housing 
and  income  support.  Researchers  at  Duke 
University's  Center  for  Health  Policy  Research 
and  Education  are  analyzing  hospital  inpatient 
and  outpatient  data.  Medicaid  claims  data  and 
survey  data  on  support  service  utilization  to 
obtain  data  on  service  costs  that  can  help  them 
prepare  for  capitated  rates. 

Service  Delivery  Models  for  HIV-positive 
Pregnant  Women,  Ellen  Cordoba  and  Ann 
Knowlton,  Ware  Wellness  Center,  Waycross,  Ga., 
described  two  approaches  to  organizing  inter- 
disciplinary care  for  HIV-positive  pregnant 
women  and  their  infants.  Cordoba  characterized 
the  system  established  by  the  Marion  E.  Fether 
Medical  Center  in  Immokalee,  Fla.,  as  a  "one- 
stop  shopping  model."  This  community  and  . 
migrant  health  center  receives  funding  from 
Titles  II  and  III  of  the  Ryan  White  CARE  Act  to 
offer  primary  care  and  other  early  intervention 
services  to  an  HIV-positive  clientele  that 
includes  pregnant  women.  Cordoba  reported 
that  all  pregnant  women  receive  HIV  counseling 
and  that  the  vast  majority  agree  to  be  tested.  In 
1995,  seven  pregnant  women  tested  HIV  posi- 
tive. The  center  began  the  zidovudine  (ZDV) 
regimen  in  that  year,  and  none  of  the  babies 
were  infected.  In  1996,  only  one  pregnant  patient 
tested  HIV  positive. 

When  a  pregnant  woman  tests  HIV  positive, 
she  receives  post-test  counseling  from  a  coun- 
selor in  the  Specialty  Care  Department.  The 
counselor  discusses  the  ZDV  regimen  with  her 
and  encourages  her  to  enroll  in  the  HIV  clinic. 


24 


Southeastern  Conference  on  Rural  HIV/AIDS:  Issues  in  Prevention  and  Treatment 


The  woman  also  is  seen  by  physicians  in 
Specialty  Care  and  Women's  Health,  who  follow 
her  throughout  the  pregnancy.  The  HIV  clinic 
provides  consultation  on  HIV-specific  problems 
that  arise.  The  woman  also  is  assigned  to  a  peri- 
natal outreach  worker  who  helps  her  access 
needed  support  services. 

The  nearest  hospital,  Naples  Community 
Hospital,  is  50  miles  from  Immokalee.  After  the 
baby  is  born,  the  hospital  immediately  contacts 
the  Women's  Health  Department  at  Marion  E. 
Fether  Medical  Center  so  that  the  perinatal  out- 
reach worker  can  make  a  home  visit.  During  this 
visit,  the  outreach  worker  checks  on  the  health  of 
the  mother  and  child  and  schedules  an  appoint- 
ment for  the  baby's  metabolic  screening  test 
(MST).  The  outreach  worker  informs  the 
Specialty  Care  nurse  manager  of  the  scheduled 
MST  date,  and  the  nurse  manager  conveys  this 
information  to  the  Pediatrics  Department.  Upon 
completing  the  MST,  the  Pediatrics  Department 
forwards  the  charts  to  Specialty  Care,  and  the 
woman  is  scheduled  for  a  six-week  check-up.  An 
HIV  case  manager  follows  the  woman  thereafter. 
Physicians  in  the  Pediatric  Department  follow 
the  baby's  progress  for  up  to  15  months  if  the 
baby  tests  negative,  and  as  long  as  necessary  if 
the  baby  tests  positive.  They  are  assisted  by  a 
pediatric  infectious  disease  specialist  who  comes 
from  Tampa  to  see  patients  every  two  months. 

Knowlton  explained  how  the  Southeast 
Health  District  of  Georgia  has  incorporated  peri- 
natal care  into  the  HIV  wellness  centers 
described  by  Holloway.  She  said  that  all  obstetri- 
cians/gynecologists in  Waycross,  Ga.,  routinely 


test  pregnant  women  for  HIV.  Nurse  practition- 
ers from  the  wellness  centers  do  the  post-test 
counseling  for  women  who  test  positive.  In 
addition  to  managing  the  women's  HIV  care,  the 
nurse  practitioners  sometimes  m^onitor  the  preg- 
nancies or  draw  blood  at  the  request  of  the 
obstetricians/gynecologists.  Local  pediatricians 
see  the  babies  after  they  are  born.  The  health 
district  also  arranges  for  the  babies  to  be  fol- 
lowed by  a  pediatric  infectious  disease  specialist 
in  Savannah. 

When  the  ZDV  protocol  was  first  announced, 
the  nurse  practitioners  visited  all  obstetricians/ 
gynecologists  and  pediatricians  in  the  area  to 
discuss  the  protocol  and  the  ways  in  which  they 
could  work  with  them.  They  also  explained  the 
protocol  to  hospital  administrators  and  assured 
them  that  the  Southeast  Health  District  would 
make  ZDV  available  for  labor  and  delivery. 
Knowlton  said  that  the  excellent  rapport  that  has 
developed  through  many  years  of  physician 
involvement  in  public  health  programs  made  it 
easier  to  seek  their  help  in  treating  HIV-positive 
pregnant  women. 

In  1996,  seven  pregnant  women  tested  HIV 
positive  in  the  Southeast  Health  District.  All  of 
the  women  participated  in  the  ZDV  regimen, 
and  all  had  HIV-negative  babies.  Knowlton  said 
that  although  the  Southeast  Health  District  is 
unable  to  offer  all  services  for  HIV-positive  preg- 
nant women  in  one  place,  the  staff  manages  to 
obtain  the  services  that  the  women  need.  "I  just 
look  at  them  and  say,  'We'll  find  a  way,'  and  we 
always  do,"  she  said. 
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Chapter  5 


Social  Support  Networks 


The  social  isolation  of  rural  residents  with 
HIV /AIDS  emerged  as  a  major  conference 
theme.  Rural  residents  traditionally  have 
relied  upon  informal  networks  of  family  mem- 
bers, neighbors  and  friends  for  transportation, 
financial  assistance,  temporary  housing  and 
emotional  support.  Unfortunately,  the  stigma 
surrounding  AIDS  and  the  behaviors  that  put 
people  at  risk  for  the  disease  have  prevented 
many  HIV-positive  individuals  from  seeking  or 
receiving  support  from  these  informal  networks. 
Whetten-Goldstein  pointed  out  that  the  social 
norms  in  rural  areas  sometimes  make  it  difficult 
for  HIV-positive  individuals  to  self-disclose: 

A  small  community  can  be  a  really  wonderful 
thing,  and  it  can  be  very  supportive,  but  the 
opposite  side  of  that  is  that  if  someone  doesn't 
conform  to  their  community,  it  can  be  an 
incredibly  terrible  thing.  In  an  urban  area, 
there  are  places  to  hide.  In  a  rural  area,  there's 
no  place  to  hide,  so  we  need  to  understand 
what  that  means  and  how  we  can  deliver  ser- 
vices in  that  environment. 

Two  speakers  offered  strategies  for  reducing 
the  social  isolation  of  HIV-positive  rural  resi- 
dents and  their  caregivers.  Kimberly  Scott 
described  a  telephone  support  group  model 
that  was  developed  and  pilot-tested  by  the 
HIV/ AIDS  Program  Development  and  Eval- 
uation Unit  of  the  University  of  Washington 
School  of  Social  Work.  Participants  connected 
with  the  support  group  by  calling  a  toll-free 
number.  Each  session  lasted  one  to  1-1/2  hours 
and  was  facilitated  by  a  trained  counselor.  The 
evaluators  concluded  that  a  telephone  support 
group  can  be  a  very  effective  way  to  overcome 


confidentiality  and  geographic  barriers  if  the  fol- 
lowing guidelines  are  observed: 

•  limit  the  number  of  participants  (5-6 
maximum); 

•  establish  rules  of  conduct  (no  profaruty;  no 
hanging  up  if  you're  angry); 

•  train  the  facilitator  to  listen  for  changes  in 
tone  of  voice,  silences  and  people  who  drop 
out  of  the  discussion  (the  facilitator  also 
should  be  trained  in  crisis  intervention); 

•  involve  participants  in  planning  the  agenda 
for  each  session; 

•  be  sure  that  the  agenda  can  be  covered  in  the 
time  allotted; 

•  invite  guest  speakers  to  participate  in  the 
first  couple  of  sessions  (for  example,  a  physi- 
cian could  answer  medical  questions);  and 

•  maintain  contact  with  individual  participants 
between  support  group  sessions,  and  be  pre- 
pared to  make  referrals. 

Scott  said  that  the  equipment  for  a  telephone 
support  group  costs  about  $9,000.  Even  if  a  tele- 
phone company  is  willing  to  donate  this  equip- 
ment, rural  areas  face  the  additional  challenges 
of  obtaining  telephones  and  private  lines  for 
indigent  clients.  As  an  alternative,  the  Eastern 
North  Carolina  HIV /AIDS  Consortium  has 
established  a  telephone  buddy  program  for  two 
target  groups:  HIV-positive  African- American 
women  in  their  60s  and  grandparents  caring  for 
children  whose  parents  have  died  of  AIDS.  Each 
client  has  an  assigned  buddy  who  makes  regular 
calls  to  check  on  his  or  her  well-being  and  pro- 
vide emotional  support. 

Cynthia  James,  one  of  the  founders  of  the 
Health  Education  and  AIDS  Technical  Assistance 
Network  (HEATAN)  in  Columbia,  S.C., 
described  HEATAN's  efforts  to  develop 
HIV /AIDS  care  teams  in  African- American 
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churches.  Care  team  volunteers  assist  people 
with  HIV/ AIDS  by  making  home  visits,  prepar- 
ing meals,  providing  transportation  to  social 
events  and  offering  information  on  available  ser- 
vices and  programs.  They  also  provide  ongoing 
emotional  and  logistical  support  to  the  families 
of  deceased  AIDS  patients. 

James  said  that  local  churches  have  shown 
varying  levels  of  interest  in  developing  care 
teams.  When  the  concept  was  introduced  in  her 
church,  50  people  volunteered.  Some  dropped 
out  when  they  learned  that  they  would  have  to 
make  home  visits;  others  withdrew  because  they 
did  not  have  time  to  participate  in  a  weekend 
training  program.  The  remaining  15  people 
formed  five  care  teams,  one  of  which  is  still  func- 
tioning after  three  years. 

Based  on  her  experiences,  James  advised  con- 
ferees to  establish  flexible  care  teams  that  allow 
volimteers  to  do  what  they're  comfortable  doing. 
She  also  emphasized  the  need  to  establish  rules 
of  conduct.  Although  James  has  cared  for  several 
clients  in  her  home,  she  tells  volunteers  not 
to  do  this  because  of  the  potential  for  burnout. 
Another  rule  prohibits  care  team  volunteers  from 
trying  to  convert  clients  to  their  religious  beliefs. 
James  explained  this  rule: 


We  don't  allow  people  to  come  in  the  door 
preaching  and  practicing  their  religious 
beliefs.  My  basic  belief — and  one  I've  really 
kind  of  made  them  believe — is  that  the  way 
you  act,  the  way  you  help  that  person  is  all 
they  need  to  see  to  help  them  understand  that 
you're  saved  and  you're  a  Christian.  And  if 
they  want  to  talk  about  it,  it  will  come  up. 
And  when  it  comes  up,  don't  do  a  judgmental 
thing  on  them;  don't  damn  them  to  hell.  ... 
You  know,  provide  them  with  the  good  news 
and  the  encouraging  part  about  Christianity, 
and  then  let  them  make  their  decision  and 
support  them  in  their  decision  if  you're  able 
to  do  so. 

When  the  first  care  teams  were  being  orga- 
nized, clients  expressed  concern  that  they  might 
beVisited  by  someone  who  knew  them.  To  allay 
these  fears,  James  makes  the  initial  contact  with 
each  client  and  gives  them  the  names  of  poten- 
tial care  team  members.  If  the  client  knows  one 
of  the  volunteers,  James  assigns  this  person  to 
support  the  care  team  rather  than  making  home 
visits.  In  smaller  communities,  it  may  be  neces- 
sary to  use  care  team  members  from  neighbor- 
ing towns. 
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Resource  Development  Strategies 


The  escalating  number  of  HIV /AIDS  cases 
in  rural  areas  of  the  Southeast  has  placed 
heavy  demands  on  health  and  social 
service  infrastructures.  Although  service 
providers  have  been  able  to  meet  some  of  the 
demand  by  co-managing  patients  and  sharing 
resources,  they  also  have  had  to  generate  new 
resources  through  volunteer  recruitment,  fund 
raising,  and  grassroots  advocacy.  Three  confer- 
ence sessions  focused  on  these  resource  devel- 
opment strategies. 


Volunteer  Recruitment  and  Retention 

Joseph  Interrante,  James  Johnson  and  the 
Rev.  Laura  Lee  Kent-Smith  of  Nashville  CARES 
outlined  the  issues  involved  in  recruiting,  train- 
ing and  retaining  volunteers.  Kent-Smith  noted 
that,  while  volunteers  may  appear  to  be  an  inex- 
pensive way  of  expanding  staff  capacity,  they 
require  a  tremendous  amount  of  guidance  and 
oversight.  She  said: 

In  very  tiny  organizations,  where  we  are  fly- 
ing by  the  seat  of  our  pants  and  very  grant 
driven  in  terms  of  what  we're  allowed  to  do 
and  not  do  with  folk,  it's  an  easy  thing  to  say, 
"Let's  get  a  volunteer  to  do  it."  Volunteer 
programs  are  incredibly  staff  intensive.  The 
payoff  is  tremendous  in  the  long  run,  but  you 
can't  just  send  people  forth  with  your  bless- 
ing and  have  them  do  things. 

Interrante  pointed  out  that  the  staff  time 
allocated  to  volunteer  management  makes  this 
capacity-building  strategy  just  as  expensive  as 
hiring  staff.  "It's  not  easier  and  it's  not  cheap- 


er," he  said.  "You  allocate  time  instead  of  pay- 
ing someone." 

Nashville  CARES  holds  monthly  orientation 
sessions  for  new  volunteers.  After  a  2-1/2  hour 
introductory  session,  the  volunteer  coordinator 
meets  with  the  volunteers  individually  to  discuss 
their  interests.  Volunteers  can  choose  from 
options  that  include  HIV  education,  fund  raising, 
administration,  meal  delivery,  transportation,  a 
friendly  visitor  program,  an  AIDS  hotline  and 
care  teams.  Following  their  orientation  to  a  par- 
ticular program,  volunteers  are  expected  to 
become  active  within  two  weeks. 

Stephan  Dragisic,  chair  of  Dining  for  Friends, 
AIDS  Task  Force  of  Winston-Salem  (North 
Carolina),  reinforced  the  importance  of  matching 
volunteers  with  the  right  job.  He  advised  confer- 
ees to  conduct  job  interviews  with  potential  vol- 
unteers. Dragisic  said: 

Treat  them  like  you're  going  to  interview  them  for 
a  job.  Give  them  a  job  description,  and  ask  if  they 
feel  comfortable  with  it.  Is  it  something  that  they 
want  to  do?  Are  they  going  to  feel  comfortable 
about  it?  And  make  sure  that  you're  looking  to 
the  future  because  you  are  going  to  be  working 
together  for  a  long  time. 

Dragisic  warned  that  volunteers  quickly  burn 
out  when  they  try  to  do  too  much.  If  the  job 
requirements  are  reasonable,  they  will  be  more 
likely  to  stay  involved  and  to  recruit  their  friends 
as  volunteers. 

Several  speakers  commented  on  the  need  to 
recognize  the  contributions  of  volunteers  and  to 
let  them  know  that  their  work  is  valued.  Words 
of  appreciation  from  clients  were  said  to  be  par- 
ticularly motivational.  As  an  additional  retention 
strategy,  Kent-Smith  recommended  that  volun- 
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teer  activities  be  structured  so  that  people  can  do 
them  together.  Nashville  CARES  has  found  that 
rural  volunteers  are  willing  to  drive  long  dis- 
tances to  deliver  meals  if  they  are  able  to  ride 
in  pairs. 

James  Johnson,  a  case  manager  for  Nashville 
CARES,  said  that  clients  and  their  families  have 
been  his  best  source  of  volunteers.  While  strug- 
gling to  deliver  frozen  meals  to  about  25  home- 
bound  clients,  he  decided  to  ask  some  of  his 
healthier  clients  for  assistance.  He  found  that 
they  were  very  willing  to  help  if  their  HIV 
serostatus  remained  confidential.  Johnson  said: 

These  were  the  same  clients  that  I  could  not 
get  to  come  to  a  sup-port  group  in  the  area 
because  they  were  afraid  people  knew  them. 
These  were  the  same  clients  that  I  could  not 
get  to  come  to  a  doctor  in  their  hometown 
because  everyone  knew  them.  But  now  they're 
willing  to  deliver  meals  because  I  give  them  a 
volunteer  badge,  which  creates  a  disguise. 

To  protect  the  confidentiality  of  the  home- 
boimd  clients,  Johnson  asks  them  to  review  and 
approve  the  list  of  volunteers  who  will  be  deliv- 
ering their  meals. 

A  conference  session  titled  "Involving  the 
Faith  Community  in  HIV  Prevention  and  Care" 
examined  ways  of  mobilizing  faith  communities 
to  respond  to  the  rural  HIV  epidemic.  Kent- 
Smith  observed  that  the  rural  Southeast  has  a 
"real  advantage  in  terms  of  the  high  visibility 
and  the  community  value  placed  on  religion." 
As  the  focal  point  for  community  gatherings, 
churches  have  the  potential  to  play  a  major  role 
in  educating  their  members  about  HIV/ AIDS 
and  providing  spiritual  and  social  support  to 
HIV-positive  individuals  and  their  families. 

The  conferees  who  attended  this  session 
described  varying  levels  of  church  involvement. 
There  was  general  agreement  that  churches  are 
more  likely  to  respond  to  the  physical  needs  of 
people  with  HIV /AIDS  (such  as  food,  temporary 
shelter  and  emergency  financial  assistance)  than 
to  address  the  HIV  educational  needs  of  their 
congregations.  Kent-Smith  summarized  prevail- 
ing attitudes  and  practices: 


^Nhat  religious  communities  do  is  things.  All 
of  them  have  an  incredible  tradition  and  the- 
ological grounding  in  doing  for  others.  ... 
Congregations  know  how  to  do  money,  and 
they  know  how  to  do  food,  and  they  know 
how  to  provide  some  shelter,  and  that's  an 
important  beginning  point.  ...  The  place 
we're  failing  is  with  in-reach.  Religious  com- 
munities have  no  clue  what  in-reach  is.  They 
say  it's  our  problem.  It's  our  folks  on  the 
drugs.  It's  our  kids  who  are  at  risk  when  they 
go  to  college. 

She  reminded  conferees  that  it  takes  time  to 
build  the  awareness  and  trust  that  are  necessary 
for  frank  discussions  of  HIV  risk  behaviors  with- 
in faith  commimities: 

]Ne're  not  going  to  come  in  here  and  explode 
the  world  over  talking  about  condoms.  We'll 
start  where  they're  ready  to  start,  and  that 
might  be  a  meal  program  or  the  use  of  their 
space  for  meetings.  But  we  can't  give  up 
because  saving  those  kids'  lives  is  really  what 
we  need  to  be  doing.  ...  My  hope  is  that,  as  the 
relationship  develops  and  we  begin  to  build 
trust,  we  can  start  asking  each  other  some 
very  hard  questions. 

Fund-raising  Strategies 

Dragisic  described  the  Dining  for  Friends 
Program  that  the  AIDS  Task  Force  of  Winston- 
Salem  has  successfully  used  to  raise  funds  for 
HIV/AIDS  initiatives.  The  task  force  relies  upon 
a  network  of  volunteers  to  host  dinner  parties  on 
a  designated  evening.  Dinner  guests  make  con- 
tributions to  the  AIDS  Task  Force  and  then  come 
together  for  a  dance  and  dessert  at  a  Winston- 
Salem  museum.  Drawing  upon  his  experiences 
with  Dining  for  Friends,  Dragisic  outlined  the 
issues  involved  in  organizing  a  successful  fund- 
raiser. He  said: 

It's  a  lot  more  than  just  throwing  a  group  of 
people  into  a  room  and  saying,  "Here — good 
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luck — I  hope  that  we  make  lots  of  money," 
and  then  leaving. 

He  stressed  the  importance  of  having  a  fund- 
raising  committee  chair  who  is  energetic,  natu- 
rally skilled  at  maintaining  cooperation  and  will- 
ing to  ask  for  money  and  volunteers.  Committee 
members  need  to  come  from  every  segment  of 
the  community  and  to  understand  what  they're 
raising  money  for,  he  said.  They  also  need  to  rec- 
ognize that  fund-raisers  have  a  "shelf  life"  that 
can  be  prolonged  by  moving  locations  and  get- 
ting new  people  involved. 

Fund-raisers  have  multiple  purposes,  only 
one  of  which  is  to  raise  money.  Dragisic  urged 
conferees  to  use  these  events  to  cultivate  future 
donors  and  volunteers.  He  also  emphasized  their 
public  relations  value  and  the  opportimities  to 
build  stronger  ties  with  local  media. 

Hospitals  were  mentioned  as  a  source  of 
funding  for  two  HIV  primary  care  networks. 
Holloway  said  that  the  community-based  well- 
ness centers  in  southeast  Georgia  receive  about 
$250,000  a  year  from  five  hospitals  that  have 
reallocated  some  of  their  federal  disproportion- 
ate share  funding  for  this  purpose.  Dr.  Larry 
Williams  reported  that  the  Baptist  Health  Care 
System  arranged  for  Montgomery  AIDS 
Outreach  to  purchase  a  van  at  its  fleet  price.  In 
1998,  Baptist  Health  Care  will  be  contributing 
$110,000  and  X-ray  equipment  to  the  HIV  prima- 
ry care  network. 

Grassroots  Advocacy 

At  a  session  titled  "Grassroots  Advocacy  and 
Fund-raising  Strategies,"  Darin  Johnson,  NRHA 
government  affairs  director,  offered  advice  on 
how  rural  HIV  service  providers  can  more  effec- 
tively advocate  for  HIV /AIDS  funding  at  the 
federal  and  state  levels.  He  suggested  the  follow- 
ing strategies. 


•  Always  advocate  from  the  perspective  of  the 
patient,  or  "consumer." 

•  Make  the  information  specific  to  your  state 
or  district.  Explain  how  the  funding  will  be 
used  and  the  impact  that  it  will  have  on  peo- 
ple living  with  HIV/AIDS. 

•  Limit  informational  materials  to  two  pages; 
use  bullet  points. 

•  Provide  a  list  of  resource  persons  who  can  be 
contacted  for  additional  information  about 
rural  HIV /AIDS  issues. 

•  Ask  local  companies  and  businesses  to  help 
you  advocate  for  HIV/AIDS  resources. 

•  Do  not  send  generic  letters.  You  can  pro- 
vide bullet  points  to  help  people  draft  let- 
ters, but  the  letters  need  to  be  written  from 
their  perspectives. 

Noting  that  some  rural  members  of  Congress 
still  regard  a  vote  for  HIV /AIDS  funding  as  a 
"gay  vote,"  Johnson  urged  conferees  to  educate 
their  elected  representatives  about  the  range  of 
people  being  affected  by  the  disease.  At  the  town 
hall  meeting.  Dr.  Marsha  Martin,  special  assistant 
to  the  Secretary  of  Health  and  Human  Services, 
reiterated  Johnson's  appeal  for  increased  grass- 
roots advocacy.  She  said: 

/  would  say  to  you  who  represent  the  rural 
initiatives  and  the  rural  communities  and 
constituents,  you  are  in  a  unique  position  to 
help  us  examine  mainstream  resources,  scarce 
resources,  and  decisions  about  how  to  deliver 
care  outside  of  specialized  settings  because 
many  of  you  have  not  had  the  luxury  of  mass 
urban  development  and  response. 

Martin  encouraged  conferees  to  organize  a 
national  alliance  that  can  articulate  the  issues 
and  concerns  of  rural  HIV /AIDS  constituencies. 
"Government  works  best  when  the  constituents 
who  are  most  affected  and  have  the  most  knowl- 
edge can  inform  and  encourage  us  to  do  the 
right  thing,"  she  said. 
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Emerging  Issues 


The  conference  sessions  highlighted  two  fac- 
tors that  may  radically  change  the  way  in 
which  rural  HIV/  AIDS  care  is  delivered: 
(1)  the  emergence  of  new  and  complex  antiretro- 
viral  therapies  and  (2)  the  trend  toward  managed 
care.  Various  speakers  commented  on  the  access, 
ethics  and  quality  issues  associated  with  these 
changes  and  the  preparations  that  rural  service 
providers  should  be  making. 

Antiretroviral  Therapies 

Two  conference  sessions  and  a  keynote 
speech  by  R.  Scott  Hitt,  M.D.,  chair  of  the 
Presidential  Advisory  Council  on  HIV /AIDS, 
focused  on  the  clinical,  financing,  ethical  and 
adherence  issues  surrounding  the  use  of  new 
antiretroviral  therapies.  Hitt  and  other  speakers 
explained  that  protease  inhibitors,  when  used  in 
combination  with  other  anti-HIV  drugs,  can 
significantly  reduce  viral  load  in  HIV-infected 
individuals.  However,  the  new  combination 
therapies  are  very  costly  ($12,000  to  $18,000  a 
year),  and  resistance  develops  rapidly  when 
patients  stop  taking  the  drugs  or  the  dosage 
is  substandard. 

Access  Issues.  Dr.  Allison  Nist  drew  attention 
to  the  "incredible  gap"  between  the  science  that 
is  developing  around  AIDS  and  the  inability  of 
social  and  medical  economic  systems  to  provide 
the  new  therapies  to  migrant  farmworkers  and 
other  underserved  populations.  "We're  dealing 
with  a  funding  dilemma,"  she  said.  "How  are  we 
going  to  prioritize  and  triage  getting  medications 
to  people  in  need?"  Dr.  Joseph  O'Neill  of  HRSA 
also  commented  on  the  need  for  a  more  equitable 
distribution  system: 


We  are  challenged  to  make  these  new  treat- 
ments available  to  everyone  and  not  just  peo- 
ple luho  happen  to  live  near  a  major  academic 
institution  or  who  have  private  insurance.  ... 
It's  a  very  sad  situation  that  somebody  can  be 
HIV  positive  and  Blue  Cross  negative. 

Adherence  Issues.  Dr.  Robert  Ball,  infectious 
disease /HIV  consultant  for  the  South  Carolina 
Department  of  Health  and  Environmental 
Control,  and  Dr.  Polly  Ross  discussed  the  finan- 
cial, clinical  and  patient-specific  factors  that  affect 
adherence  to  the  antiretroviral  regimens.  Ball 
warned  that  if  patients  fail  to  take  the  medica- 
tions as  prescribed,  the  next  wave  of  the  epidem- 
ic will  be  m.ulti-drug  resistant  HIV.  The  cost  of 
the  drugs  poses  a  significant  barrier  to  adherence, 
but  patients  also  may  discontinue  their  medica- 
tions when  they  experience  unpleasant  side 
effects  (such  as  nausea  or  diarrhea),  the  dosing 
schedule  is  too  frequent  or  complicated,  or  they 
start  to  feel  better.  Rural  pharmacies  may  refuse 
to  carry  the  drugs  because  there  are  not  enough 
patients  to  justify  the  expense,  or  they  may  forget 
to  reorder  when  supplies  are  running  low.  When 
the  medications  are  available  at  a  local  pharmacy, 
patients  may  refuse  to  go  there  because  of  confi- 
dentiality concerns. 

Nist  listed  adherence  barriers  that  are  specific 
to  migrant  and  seasonal  farmworkers.  The  fore- 
most barrier  is  the  lack  of  portable  medical  cover- 
age. Because  the  eligibility  requirements  for 
Medicaid  and  AIDS  Drug  Assistance  Programs 
vary  from  state  to  state,  migrant  farmworkers 
cannot  be  assured  of  a  continuous  supply  of  anti- 
retroviral drugs.  Many  of  the  drugs  promote 
diarrhea,  which  is  a  major  problem  for  migrant 
farmworkers  who  may  already  have  parasites, 
malabsorption  and  malnutrition.  One  of  the  pro- 


Chapter  7 


31 


tease  inhibitors  (indinavir)  requires  the  patient  to 
drink  two  to  three  liters  of  water  each  day  to 
reduce  the  risk  of  kidney  stones.  If  water  is  not 
readily  available,  migrant  farmworkers  can 
quickly  become  dehydrated.  Another  protease 
inhibitor  (ritonavir)  requires  refrigeration.  Nist 
listed  two  kinds  of  support  that  can  help  migrant 
farmworkers  adhere  to  antiretroviral  therapy:  (1) 
ensured  access  to  palliative  medications  for  diar- 
rhea and  nausea  and  (2)  housing  assistance  pro- 
grams, such  as  the  Housing  Opportunities  for 
People  with  AIDS  Program,  that  enable  migrant 
farmworkers  to  stay  in  one  area  until  health  care 
practitioners  have  had  time  to  monitor  drug  tol- 
erance and  side  effects. 

Ball  and  Ross  offered  a  number  of  strategies 
for  improving  patient  adherence.  Ross  said  that 
she  works  with  each  patient  to  develop  a  daily 
plan.  One  week  after  a  patient  starts  a  new  med- 
ical regimen,  the  clinic  pharmacist  calls  to  check 
on  side  effects  and  answer  questions.  The  patient 
meets  with  Ross  after  two  weeks  to  discuss  how 
he  or  she  is  taking  the  medications  and  any  prob- 
lems that  he  or  she  is  experiencing.  Ball  and  Ross 
mentioned  some  other  strategies. 

•  Try  to  simplify  the  drug  regimen  (for  example, 
fewer  pills  or  less  frequent  dosing  intervals). 

•  Tailor  the  regimen  to  the  patient.  Learn  what 
patients  need  to  be  able  to  comply,  and  work 
with  them. 

•  Educate  patients  about  the  benefits  of 
the  medications,  possible  side  effects 
and  the  consequences  of  failing  to  follow 
the  regimen. 

•  Link  patients  to  peer  support  systems. 

•  Use  reminder  tools,  such  as  special  pill  boxes 
and  organizers. 

In  another  conference  session,  Benjie  Hair 
commented  on  the  role  that  case  managers  can 
play  in  promoting  adherence.  He  noted  that  in 
the  past,  HIV /AIDS  case  management  was  dri- 
ven by  social  issues.  Now  case  managers  are 
developing  care  plans  that  will  help  clients 
adhere  to  prescribed  therapies. 

Ethical  Issues.  Patients  who  lapse  from  their 
antiretroviral  regimens  quickly  develop  resistant 
HIV  strains  that  can  be  transmitted  to  others  in 


the  community.  This  possibility  puts  physicians 
in  the  difficult  position  of  deciding  whether  to 
witlxhold  treatment  from  patients  who  are 
expected  to  be  noncompliant.  Nist  described  the 
ethical  dilemma: 

If  people  are  involved  in  behaviors,  such  as 
alcoJiol  use,  substance  abuse  and  psychiatric 
illness,  that  foster  erratic  use  of  medications  ... 
whether  they  have  undetectable  viral  loads  or 
low  viral  loads,  they  may  still  transmit.  If  they 
tell  you  frankly  that  they  are  still  having 
unprotected  sex  with  multiple  partners,  what 
should  you  do? 

Nist  also  discussed  the  ethical  issues 
that  providers  face  when  treating  migrant 
farmworkers. 

Hozv  do  we  take  care  of  our  farmworkers 
who  are  in  the  gap,  both  traveling  and 
recently  arrived  in  our  clinics,  if  we  don't 
have  a  national  Medicaid  and  AIDS  Drug 
Assistance  Program  for  them?  Is  it  better  to 
withhold  antiretrovirals  from  them  until 
you're  able  to  get  protease  inhibitors  through 
a  drug  company?  Would  it  be  more  ethical 
and  better  ultimately  for  farmworkers  who 
have  a  stable  CD4  count  and  not  a  tremen- 
dous viral  load  to  be  antiretroviral  naive 
until  we  somehow  have  a  system  that 
ensures  whatever  medication  they  take  will 
be  effective? 

Ross  listed  questions  that  should  be  consid- 
ered when  making  treatment  decisions. 

•  What  is  good  for  the  patient  now?  How  does 
he  or  she  feel  about  taking  a  medication  that 
cannot  be  missed?  Can  he  or  she  manage  the 
dosing  schedule? 

•  What  is  good  for  the  community  at  large?  If 
the  patient  is  going  to  be  noncompliant,  what 
are  the  public  health  implications? 

•  What  is  good  for  the  patient  in  the  long  run? 
The  wrong  combination  of  drugs  can  limit 
the  number  of  subsequent  treatment  options. 
"We  need  to  have  a  plan  so  that  when  we're 
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crossing  this  stream  of  HIV,  we  always  have 
one  more  stone  to  step  across,"  Ross  said. 
•    Is  the  patient  on  board?  Is  this  something 
that  the  patient  wants  to  do? 

Implications  for  Rural  HIV/AIDS  Care. 

Numerous  speakers  questioned  how  rural  physi- 
cians who  see  only  a  few  HIV/  AIDS  patients  are 
going  to  keep  abreast  of  the  new  combination 
therapies.  Hitt  summarized  the  rapid  changes  in 
the  field: 

This  used  to  be  a  disease  that  we  tried  to  have 
generalists  do,  and  now — all  of  a  sudden — 
we're  saying,  "This  is  more  like  a  specialty 
disease."  The  doctors  are  finally  saying,  "This 
is  too  much.  I  can't  keep  up  with  this  amount 
of  information.  I  can  keep  up  luith  viral-load 
testing  and  AZT,  hut  I  can't  keep  up  with  all 
these  (drug)  combinations  and  interactions." 
...  The  challenge  is  going  to  be  how  we  get 
that  information  out  to  doctors  in  rural  areas 
where  there  aren't  enough  patients  to  have 
HIV  specialists. 

Some  rural  areas  are  attempting  to  resolve 
this  problem  through  a  co-management 
approach.  The  community-based  wellness 
centers  and  the  integrated  HIV  care  system 
described  earlier  rely  on  rural  physicians  and 
nurse  practitioners  to  provide  primary  care, 
with  back-up  support  from  HIV  specialists. 
Ball  expressed  strong  support  for  this  strategy. 
He  said: 

We  often  get  asked,  "Who  should  be  manag- 
.  ing  folks  with  HIV/AIDS?"  If  you  have  HIV, 
you  want  an  expert,  a  specialist,  to  manage 
your  case,  but  if  you  have  transportation  and 
access  problems,  you're  going  to  need  the 
front-line  services  of  your  local  primary  care 
provider.  So  why  not  employ  a  co-manage- 
ment approach  where  patients  can  see  both 
their  primary  care  physician  and  the  infec- 
-tious  disease  specialist?  The  physicians  can 
work  jointly  to  help  solve  problems. 


Implications  for  HIV  Prevention.  Sandra 
Thurman  of  the  President's  Office  of  National 
HIV /AIDS  Policy,  expressed  concern  that  the  new 
antiretroviral  therapies  are  giving  people  a  "false 
sense  of  security  about  where  we  are  in  the  epi- 
demic." Believing  that  there  now  is  a  cure  for 
AIDS,  some  uninfected  individuals  are  once  again 
engaging  in  risky  behaviors.  Dr.  Mark  Colomb 
warned  that  the  high  cost  of  protease  inhibitors 
may  encourage  policy-makers  to  shift  resources 
from  HIV  prevention  to  programs  that  fund  drug 
therapies.  "Once  again,  that  will  leave  rural  com- 
munities with  less  to  work  with,"  he  said. 

Managed  Care 

Various  speakers  commented  on  the  rapid 
growth  of  managed  care  in  the  southeastern 
states  and  the  imminent  prospect  of  Medicaid 
managed  care.  O'Neill  characterized  the  chang- 
ing financial  landscape  as  one  of  the  greatest 
challenges  facing  rural  and  urban  HIV  service 
providers.  He  said: 

There  is  never  going  to  be  enough  money  in 
Ryan  White  to  build  a  ivall  around  HIV  ser- 
vices. ...  As  a  community  of  people  who  care 
about  this  issue — who  want  to  build  and 
sustain  systems  of  care — ive  have  to  figure 
out  how  we  are  going  to  work  in  a  managed 
care  environment. 

Whetten-Goldstein  observed  that  managed 
care  poses  both  threats  and  opportunities  for 
HIV  service  delivery.  The  threats  include  more 
limited  resources  and  the  possibility  that  people 
with  HIV /AIDS  will  not  receive  the  services 
they  need  because  of  the  emphasis  on  control- 
ling short-term  costs.  At  the  town  meeting,  a 
rural  service  provider  from  southeast  Georgia 
mentioned  another  threat — the  enrollment  of 
HIV-positive  patients  with  primary  care  physi- 
cians who  "have  no  training  in  HIV /AIDS  man- 
agement and  who  don't  care."  Whetten- 
Goldstein  also  described  the  opportunities  that 
come  with  managed  care.  Health  care  practition- 
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ers  have  greater  incentives  to  offer  preventive 
services,  develop  standards  of  care,  and  base 
treatment  decisions  on  clinical  outcomes.  They 
also  have  an  incentive  to  work  together  to  pro- 
vide more  integrated  care. 

Whetten-Goldstein  and  her  co-presenter, 
Hair,  emphasized  that  HIV  service  providers 
must  be  at  the  table  to  attain  managed  care  reim- 
bursement policies  that  ensure  high-quality  care 
for  people  living  with  HIV /AIDS  and  fair  com- 
pensation for  the  services  rendered.  They 
advised  conferees  to  collect  "good  data"  on  the 
unit  costs  of  services  so  that  they  have  the  neces- 
sary documentation  to  negotiate  capitated  rates. 
Hair  explained: 

If  Medicaid  says  down  the  road,  X  number  of 
dollars  is  for  the  care  of  this  patient,  and  this 
ificludes  an  array  of  services,  and  we  don't 
think  that's  appropriate,  then  we  need  some 
foundation  to  work  off  to  say,  "That's  not  an 
appropriate  amount  of  money  under  a  man- 
aged care  system. " 


Whetten-Goldstein  added  that  the  capitated 
rates  should  be  risk-adjusted  to  account  for 
severity  of  illness.  One  of  the  most  common 
methods  of  risk  adjustment  is  to  use  the  CD4 
lymphocyte  count.  Because  people  with  low  CD4 
counts  require  more  intensive  services,  the 
monthly  capitated  payment  increases  as  the  CD4 
count  declines. 

Noting  that  managed  care  is  an  inevitability, 
Whetten-Goldstein  and  Hair  urged  conferees  to 
design  their  own  integrated  delivery  systems 
before  someone  does  it  for  them.  Interdiscipli- 
nary collaboration  to  develop  care  maps  and 
integrated  databases  should  be  part  of  these 
preparations.  Whetten-Goldstein  said:  "The  man- 
aged care  plans  that  have  the  greatest  success 
rates  with  their  patients  and  with  providers  are 
those  where  consumers,  health  care  practitioners 
and  administrators  were  involved  from  the 
beginning  and  were  able  to  set  up  their  own 
kind  of  system  of  care." 
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Notes 


1.    The  Office  of  Management  and  Budget 
defines  a  metropolitan  statistical  area  as  a 
county  or  group  of  counties  that  includes  a 
city  of  50,000  residents  or  an  urbanized  area 
with  at  least  50,000  people  that  is  part  of  a 
county  or  group  of  counties  with  at  least 


100,000  people.  Nonmetropolitan  (rural) 
areas  are  all  other  counties.  Source:  Hewitt, 
M.  (1989).  Defining  rural  areas:  Impact  on 
health  care  policy  and  research.  Washington, 
DC:  Office  of  Technology  Assessment, 
U.S.  Congress. 
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Georgia  Academy  of  Family  Physicians 
Georgia  State  Office  of  Rural  Health  and  Primary 
Care,  Division  of  PubUc  Health,  Georgia  Department 
of  Human  Resources 


Thursday 
August  14 


10  A.M.  -  12  NOON 

Pre-Conference  Computer 
Software  Demonstration 
Provide  HIV/AIDS  Case  Management  Support 
Room:  Hanover  A&B 

This  session  will  present  a  software  system  from  Groupware 
Technologies  Inc.,  Wauwatosa,  Wisconsin,  called  Provide  HTV/AIDS 
Case  Management  Support.  The  system  features  a  traditional  case 
management  support  software  package,  consisting  of  contact  and 
problem  tracking,  assessments,  service  plans,  letters  and  an  extensive 
client  profile.  In  addition.  Provide  delivers  a  set  of  databases  for  ware- 
housing information  on  prescription  drugs,  fact  sheets,  medical  tests 
and  statewide  social  service  agencies  and  programs. 

Provide  supports  communication  between  a  variety  of  pro- 
grams within  a  single  agency  or  across  multiple  agencies  in  a  com- 
munity or  state.  AH  of  Provide  databases  can  be  automatically  syn- 
chronized betv/een  remote  case  managers'  workstations  and  a  cen- 
tral agency  server. 

1 2  noon  - 1 :30  p.m. 
Registration 

Centennial  HI  Foyer 

1 :30  P.M.  -  2  p.m. 
Opening  Remarks 

Room:  Centennial  III 

Speakers:  Donna  M.  Williams,  Executive  Vice  President,  National 

Rtiral  Health  Association,  Kansas  City,  Missouri 
Patricia  Taylor,  Ph.D.,  Director  of  Research  Programs,  Office  of 

Rural  Health  Policy,  HRSA,  Rockville,  Maryland 
Joseph  O'Neill,  M.D.,  M.S.,  M.PH.,  Acting  Director,  Bureau  of 

Health  Resources  Development,  and  Associate  Administrator 

for  HIV/AIDS,  HRSA,  RockviUe,  Maryland 
Sandra  Thurman,  Director,  Office  of  National  HTV/AIDS  Policy, 

Executive  Office  of  the  President,  Washington,  D.C. 

2  P.M.  -  3:15  P.M. 

Plenary  Session 

Changing  the  Mind-set  About  HIV  in  the  Rural  South 

Room:  Centennial  III 

Moderator:  Patricia  Taylor,  Ph.D.,  Director  of  Research  Programs, 
OfEce  of  Rural  Health  Policy  HRSA,  Rockville,  Maryland 

Speaker:  Mark  Colomb,  Ph.D.,  Assistant  Director,  Division  of 
STD/HTV,  Mississippi  State  Department  of  Health,  Jackson, 
Mississippi 

This' session  wiU  examine  knowledge  and  perceptual  barriers  to 
HTV  education  and  prevention  in  rural  areas  of  the  Southeastern 
United  States.  Methods  of  increasing  community  acceptance  of,  and 
support  for,  people  living  with  HTV/AIDS  also  will  be  discussed. 


3:15  -  3:30  P.M. 
Break 

Centennial  III  Foyer 

3:30  P.M.  -  5  P.M. 

Concurrent  Sessions 

1.  Integrated  Delivery  System  and  Managed  Care 
Models  for  Rural  Residents  With  HIV 

Room:  Hanover  C 

Speakers:  Kate  Whetten-Goldstein,  Ph.D.,  Assistant  Research 
Professor,  Center  for  Healtli  Policy  Research  and  Education, 
Duke  University,  Durham,  North  Carolina 
Benjie  Hair,  Consortium  Administrator,  South  Central  HIV  Care 

Consortium,  Carthage,  North  Carolina 
This  session  wiU  examine  alternative  models  for  providing  a  coor- 
dinated continuum  of  healtli  and  social  ser\dces  to  rural  residents 
with  HIV  within  a  capitated  reimbursement  system.  Methods  of 
integrating  health  departments  and  other  "safety  net"  providers 
into  managed  care  networks  will  be  explored. 

2.  Strategies  for  Improving  Outreach  to  Gay  and 
Bisexual  Men  in  Rural  Areas 

Room:  Hanover  D 

Speakers:  Jose  Homar  Perez,  Community  Education  Associate, 

National  Association  of  People  with  AIDS,  Wasliington,  D.C. 
Torean  Walker,  HIV  Prevention  Consultant,  Kansas  Multicultural 

Alcohol  and  Drug  Treatment  Center,  Kansas  City,  Kansas 
This  session  will  describe  strategies  that  have  been  successfully 
used  to  encourage  HIV  risk  reduction  among  gay  and  bisexual  men 
in  rural  areas.  HIV  prevention  interventions  based  on  positive  role 
models  and  social  support  networks  will  be  emphasized. 

3.  Home  HIV  Tests  and  Rural  HIV  Testing  Sites:  Linking 
Newly  Diagnosed  Patients  With  Early  Intervention  Services 

Room:  Hanover  E 

Speakers:  Bernard  Branson,  M.D.,  Medical  Epidemiologist, 

Division  of  HTV/AIDS  Prevention,  Centers  for  Disease 

Control  and  Prevention,  Atlanta,  Georgia 
Rose  Winters,  Program  Director,  Center  for  HTV  Programs, 

Department  of  Nursing,  James  Madison  University, 

Harrisonburg,  Virginia 
Joseph  Hall,  Executive  Director,  Nebraska  AIDS  Project, 

Omaha,  Nebraska 
This  session  will  discuss  attitudinal  and  organizational  barriers 
that  prevent  newly  diagnosed  rural  patients  from  accessing  early 
intervention  services.  Innovative  strategies  for  reaching  home  test- 
ing populations  and  improving  communication  between  HW  post- 
test  counselors  and  HTV  care  providers  will  be  highlighted. 

4.  Developing  Rural-based  Care  Teams  to  Reduce 
Perinatal  HIV  Transmission 

Room:  Hanover  G 

Speakers:  Arm  Knowlton,  R.N.R,  Site  Coordinator,  HRVAIDS 
Wellness  Center,  Waycross,  Georgia 


Thursday-Friday 
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Ellen  Cordoba,  R.N.,  Collier  Health  Services  Inc.,  Marion  E.  Fether 

Medical  Center,  Iminokalee,  Florida 
This  session  will  examine  how  rural  areas  have  organized  interdis- 
ciplinary teams  of  HIV  specialists,  obstetricians,  pediatricians, 
allied  health  professionals  and  case  managers  to  care  for  HIV- 
positive  pregnant  women  and  their  infants.  Each  professional's  role 
will  be  described,  along  with  mechanisms  for  coordinating  care. 

5.  Building  Social  Support  Networks  for  HIV-Positive 
Rural  Residents  and  Their  Caregivers 

Room:  Hanover  F 

Speakers:  Cynthia  James,  Columbia,  South  Carolina 
Kimberly  Scott,  Project  Director,  Eastern  North  Carolina 
HIV /AIDS  Consortium,  Greenville,  North  Carolina 
This  session  will  present  effective  methods  of  reducing  the  social 
isolation  of  HIV-positive  rural  residents  and  their  caregivers. 
Strategies  for  building  HIV  care  teams  and  new  kinds  of  support 
groups  will  be  discussed. 

5  P.M.  -  7  P.M. 

Computer  Software  Demonstration 
(Refreshments/Snack  Will  be  Served) 
Provide  HIV/AIDS  Case  Management  Support 

Room:  Hanover  A  &  B 

This  session  will  present  a  software  system  from  Groupware 
Technologies  Inc.,  Wauwatosa,  Wisconsin,  called  Provide  HIV/AIDS 
Case  Management  Support.  The  system  features  a  traditional  case 
management  support  software  package,  consisting  of  contact  and 
problem  tracking,  assessments,  service  plans,  letters  and  an  extensive 
client  profile.  In  addition.  Provide  delivers  a  set  of  databases  for 
warehousing  information  on  prescription  drugs,  fact  sheets,  medical 
tests  and  statewide  social  service  agencies  and  programs. 

Provide  supports  communication  between  a  variety  of  pro- 
grams within  a  single  agency  or  across  multiple  agencies  in  a  com- 
munity or  state.  All  of  Provide  databases  can  be  automatically  syn- 
chronized between  remote  case  managers'  workstations  and  a  cen- 
tral agency  ser\'er. 

7  P.M.  -  9  P.M. 

Town  Hall  Meeting 

Room:  Centennial  III 

Conveners:  R.  Scott  Hitt,  M.D.,  Chair,  Presidential  Advisory 

Council  on  HTV/AIDS,  Pacific  Oaks  Medical  Group,  Beverly 
Hills,  California 

Sandra  Thurman,  Director,  Office  of  National  HIV /AIDS  Policy, 

Executive  Office  of  the  President,  Washington,  D.C. 
Joseph  O'Neill,  M.D.,  M.S.,  M.P.H.,  Acting  Director,  Bureau  of 

Health  Resources  Development,  and  Associate  Administrator 
for  HIV /AIDS,  HRSA,  RockviUe,  Maryland 
This  session  will  provide  conferees  with  an  opportunity  to  discuss 
current  issues  affecting  HIV /AIDS  education,  prevention  and  care 
in  rural  areas  of  the  South.  Participants  will  be  encouraged  to  share 
stories  about  their  experiences  in  providing  or  receiving 
HIV /AIDS  services. 


Friday,  August  15 

7:30  A.M.  -  8:30  a.m. 
Continental  Breakfast 

Hanover  Corridor 

8:30  A.M.  - 10  A.M. 

Concurrent  Sessions 

6.  Integrated  Delivery  System  and  Managed  Care 
Models  for  Rural  Residents  With  HIV 

Room:  Hanover  C 

Speakers:  Kate  Wlietten-Goldstein,  Ph.D.,  Assistant  Research 
Professor,  Center  for  Health  Policy  Research  and  Education, 
Duke  University,  Durham,  North  Carolina 
Benjie  Hair,  Consortium  Administrator,  South  Central  HIV  Care 

Consortium,  Carthage,  North  CaroUna 
This  session  will  examine  alternative  models  for  providing  a  coor- 
dinated continuum  of  health  and  social  services  to  rural  residents 
with  HIV  within  a  capitated  reimbursement  system.  Methods  of 
integrating  health  departments  and  other  "safety  net"  providers 
into  managed  care  networks  will  be  explored. 

7.  Strategies  for  Improving  Outreach  to  Gay  and 
Bisexual  Men  in  Rural  Areas 

Room:  Hanover  D 

Speakers:  Jose  Homar  Perez,  Community  Education  Associate, 

National  Association  of  People  with  AIDS,  Washington,  D.C. 
Torean  Walker,  HIV  Prevention  Consultant,  Kansas  Multicultural 

Alcohol  and  Drug  Treatment  Center,  Kansas  City,  Kansas 
This  session  will  describe  strategies  that  have  been  successfully 
used  to  encourage  HTV  risk  reduction  among  gay  and  bisexual  men 
in  rural  areas.  HIV  prevention  intei'ventions  based  on  positive  role 
models  and  social  support  networks  will  be  emphasized. 

8.  Involving  the  Faith  Community  in  HIV  Prevention 
and  Care 

Room:  Hanover  E 

Speakers:  Reverend  John  L.  Selders  Jr.,  Priest /Archdeacon  of 
Diocese  of  the  Midwest,  The  Anglican/ African  Orthodox 
Church,  St.  Louis,  Missouri 
Reverend  Laura  Lee  Kent-Smith,  Director  of  Client  Services, 

NashviUe  CARES,  Nashville,  Tennessee 
This  session  wUl  describe  efforts  to  increase  the  participation  of 
rural  churches  and  faith  communities  in  HIV  prevention  and  care 
activities.  The  speakers  will  share  their  experiences  in  educating 
and  mobilizing  faith  communities  to  respond  to  the  emerging  rural 
AIDS  epidemic. 

9.  Developing  Rural-based  Physician  Networks  to  Care 
for  People  With  HIV 

Room:  Hanover  F 

Speakers:  Frank  Dean,  Executive  Director,  Bay  AIDS  Services  and 
Information  Coalition  (BASIC),  Panama  City,  Florida 


Friday 
August  15 


Harold  Henderson,  M.D.,  Associate  Professor  of  Medicine, 
Division  of  Infectious  Diseases,  University  of  Mississippi 
Medical  Center,  Jackson,  Mississippi 
This  session  will  discuss  methods  of  encouraging  and  training 
rural  physicians  to  care  for  patients  with  HIV.  Strategies  for  pro- 
viding back-up  consultation,  case  management  support  and  clini- 
cal updates  will  be  explored. 

10.  Preventing  and  Managing  HIV  Infection  in  Migrant 
AND  Seasonal  Farmworkers 

Room:  Hanover  G 

Speakers:  Marie  Jose  Frangois,  M.D.,  M.P.H.,  Outreach  Worker, 
Farmworker  Association  of  Florida,  Apopka,  Florida,  and 
Apopka  Family  Health  Center,  Winter  Park,  Florida 
Allison  Nist,  M.D.,  Medical  Director,  Collier  Com-ity  Health 

Department,  Naples,  Florida 
This  session  will  focus  on  effective  methods  of  educating  migrant 
and  seasonal  farmworkers  and  their  families  about  HIV /AIDS  and 
providing  continuous  and  consistent  care  to  migrant  workers  liv- 
ing with  the  disease.  Strategies  for  overcoming  cultural,  linguistic, 
and  financial  barriers  wUl  be  presented. 

10 -10:30  A.M. 
Break 

Hanover  Corridor 

10:30  A.M.  - 12  NOON 

Concurrent  Sessions 

11.  Making  Primary  Care  More  Accessible  to  Rural 
Residents  With  HIV 

Room:  Hanover  C 

Speakers:  Ted  HoUoway,  M.D.,  District  Health  Director,  Southeast 

Health  Unit,  Waycross,  Georgia 
Larry  WiUiams,  M.D.,  Montgomery,  Alabama 
This  session  will  present  rural-based  and  urban  outreach  models  for 
making  primary  medical  care  more  accessible  to  rural  residents 
with  HIV.  The  use  of  telemedicine  to  link  rural  HIV  clinics  with  ter- 
tiary care  centers  also  will  be  discussed. 

12.  Increasing  Access  to  Antiretroviral  Regimens  in  Rural 
Areas:  Financing,  Ethical  and  Patient  Adherence  Issues 

Room:  Hanover  F 

Speakers:  Robert  T.  Ball  Jr.,  M.D.,  M.PH.,  Infectious  Disease /HIV 
Consultant,  South  Carolina  Department  of  Health  and 
Environmental  Control,  Columbia,  South  Carolina 
Polly  Ross,  M.D.,  Medical  Director,  Western  North  Carolina 

Community  Health  Services  Inc.,  Asheville,  North  Carolina 
This  session  will  explore  ways  of  making  protease  inhibitors  more 
accessible  to  ITTV-positive  rural  residents  who  lack  health  insurance 
coverage  or  geographic  proximity  to  a  treatment  site.  It  also  wUl  con- 
sider ethical  questions  surrounding  the  allocation  of  protease  inhibitors 
and  strategies  for  improving  patient  adherence  to  tieatment  regimens. 


13.  Preventing  and  Managing  HIV  Infection  in  Rural 
Substance  Abusers 

Room:  Hanover  E 

Speakers:  Teretha  Fowler,  Prevention  Specialist,  Spartanburg 
Alcohol  and  Drug  Abuse  Commission,  Spartanburg, 
South  Carolina 

Kirkland  Smith,  L.M.S.W.,  Case  Manager,  Piedmont  HIV  Care 

Consortium,  Gaffney,  South  Carolina 
This  session  will  examine  strategies  for  reducing  HTV  risk  among 
rural  residents  with  chemical  dependencies.  The  service  needs  of 
HIV-positive  substance  abusers  will  be  discussed,  along  with  models 
for  integrating  substance  abuse  treatment  with  primary  medical  care. 

14.  Empowering  Rural  African  Americans  to  Reduce 
HIV  Risk 

Room:  Hanover  D 

Speaker:  Pandora  Singleton,  Executive  Director,  Project  Azuka, 

Savannah,  Georgia 
Tliis  session  will  explore  HIV  prevention  interventions  that  build 
self-esteem  and  positive  attitudes  toward  HIV  protection  among 
rural  African  Americans  with  high-risk  sexual  and  drug-using 
behaviors.  Gender-specific  issues  will  be  highlighted  and  discussed. 

15.  Marketing  and  Managing  HIV  Prevention  Community 
Planning  Groups 

Room:  Hanover  G 

Moderator:  Tim  Quinn,  Team  Leader,  Community  Assistance, 
Planning  and  National  Partnerships  Branch,  Division  of 
HIV /AIDS  Prevention,  Centers  for  Disease  Control  and 
Prevention,  Atlanta,  Georgia 
Speaker:  Evelyn  Foust,  M.PH.,  Section  Chief,  HIV/STD 
Prevention  and  Care  Section,  Division  of  Epidemiology, 
North  Carolina  Department  of  Environment,  Health  and 
Natural  Resources,  Raleigh,  North  Carolina 
This  session  will  examine  the  management  challenges  faced  by 
rural-based  HIV  Prevention  Community  Planning  Groups  at  dif- 
ferent stages  of  development  and  effective  ways  of  meeting  these 
challenges.  Strategies  for  building  public  awareness  of,  and  sup- 
port for,  HIV  prevention  planning  will  be  explored. 

1 2  NOON  - 1 :45  P.M. 

Lunch  Program 

Emerging  Therapies  and  Clinical  Pathways  for  Managing 
Patients  With  HIV 

Room:  Centennial  III 

Moderator:  Martha  McKinney,  President,  Communit}'  Health 

Solutions  Inc.,  Ridimond,  Kentiicky 
Speaker  R.  Scott  Hitt,  M.D.,  Chair,  Presidential  Advisory  Council  on 

HTV/ AIDS,  Pacific  Oaks  Medical  Group,  Beverly  Hills,  California 
This  session  will  focus  on  strategies  for  better  managing  patients 
with  HIV  and  AIDS,  including  innovative  w^ays  of  deliv'ering  new 
drug  therapies.  Tlie  role  and  responsibilit}'  of  the  healtii  care 
provider  in  determining  appropriate  treatments  for  HIV-infected 
persons  wUl  be  discussed.  Tl^e  session  also  wUl  highlight  future 
advances  and  obstacles  in  HTV/AJDS  research. 


Friday 
August  15 


2  P.M.  -  3:30  P.M. 

Concurrent  Sessions 

16.  Making  Primary  Care  More  Accessible  to  Rural 
Residents  With  HIV 

Room:  Hanover  D 

Speakers:  Ted  HoUoway,  M.D.,  District  Health  Director,  Southeast 

Health  Unit,  Waycross,  Georgia 
Larry  Williams,  M.D.,  Montgomery,  Alabama 
This  session  will  present  rural-based  and  urban  outreach  models 
for  making  primary  medical  care  more  accessible  to  rural  residents 
with  HIV.  The  use  of  telemedicine  to  liiik  rural  HIV  cUnics  with  ter- 
tiary care  centers  also  will  be  discussed. 

17.  Increasing  Access  to  Antiretroviral  Regimens  in  Rural 
Areas:  Financing,  Ethical  and  Patient  Adherence  Issues 

Room:  Hanover  G 

Speakers:  Robert  T.  Ball  Jr.,  M.D.,  M.P.H.,  Infectious  Disease/HIV 
Consultant,  South  Carolina  Department  of  Health  and 
Environmental  Control,  Columbia,  South  Carolina 
Polly  Ross,  M.D.,  Medical  Director,  Western  North  Carolina 

Community  Health  Services  Inc.,  Asheville,  North  Carolina 
This  session  will  explore  ways  of  making  protease  inhibitors  more 
accessible  to  HIV-positive  rural  residents  who  lack  health  insurance 
coverage  or  geographic  proximity  to  a  treatment  site.  It  also  wLU  con- 
sider ethical  questions  surrounding  the  allocation  of  protease  inhibitors 
and  strategies  for  improving  patient  adlierence  to  treatment  regimens. 

18.  Strategies  for  Building  School-based  HIV 
Education  Programs  in  Rural  Areas 

Room:  Hanover  C 

Speakers:  Joanne  G.  Fraser,  Ed.D.,  Education  Associate- 
Comprehensive  Health/ HIV- AIDS,  South  Carolina 
Department  of  Education,  Columbia,  South  Carolina 
Peggy  D.  Kelly,  Health  Supervisor,  Northeast  Florida  Educational 

Consortium,  Palatka,  Florida 
This  session  wUI  examine  effective  methods  of  iiitroducing  HTV  edu- 
cation into  rural  schools.  Strategies  for  integrating  information  on  HTV 
and  other  sexually  transmitted  diseases  into  health  education  curricu- 
la will  be  discussed,  along  with  innovative  peer  education  progi'ams. 

19.  Building  HIV  Volunteer  Networks  in 
Rural  Communities 

Room:  Hanover  E 

Speakers:  Joseph  Interrante,  Ph.D.,  Executive  Director, 

Nashville  CARES,  Nashville,  Tennessee 
James  Johnson,  Case  Manager,  Nashville  CARES, 

Nashville,  Tennessee 
This  session  will  describe  methods  of  training  and  retaining  volunteers 
for  HTV-related  prevention  and  care  initiatives  in  rural  communities. 
Emphasis  will  be  placed  on  team  building,  the  development  of  inter- 
personal communication  skiUs,  and  grief  and  stress  management. 


20.  Grassroots  Advocacy  and  Fund-raising  Strategies 

Room:  Hanover  F 

Speakers:  Darin  E.  Jolnison,  Government  Affairs  Director, 
National  Rural  Health  Association,  Washington,  D.C. 
Stephan  Dragisic,  Chairperson,  Dining  for  Friends,  AIDS  Task 

Force  for  Winston  Salem,  Clemmons,  North  Carolina 
This  interactive  session  will  provide  practical  advice  on  strategies  that 
can  help  rural  corrmumities  to  better  advocate  at  the  state  and  nation- 
al levels  for  funding  and  other  resources  to  support  local  HTV /AIDS 
initiatives.  The  session  also  will  highlight  fund-raising  techniques 
that  have  been  shown  to  be  effective  in  rural  communities. 

3:30  -  4  P.M. 
Break 

Centennial  III  Foyer 
4  P.M.  -  5  P.M. 

Plenary  Session 
Risking  Hope:  Living  With  HIV/AIDS  Between  Great 
Promise  and  the  Reality  of  the  Epidemic 

Room:  Centennial  HI 

Moderator  Martha  McKinney,  President,  Community  Health 

Solutions  Inc.,  Richmond,  Kentucky 
Speaker:  Warren  Buckingham  HI,  Deputy  Director,  Division  of  HIV 

Services,  Bureau  of  Health  Resources  Development,  HRSA, 

RockviQe,  Maryland 
This  session  will  consider  how  medical  advances,  such  as  combi- 
nation drug  therapies,  are  changing  the  lives  and  outlooks  of  rural 
residents  with  HIV/AIDS.  As  a  long-term  survivor  of  AIDS, 
Buckingham  will  share  his  perspectives  on  living  with  the  disease 
in  a  time  of  great  progress  but  uncertain  prospects. 

5  P.M. 

Closing  Comments  and  Adjournment 

speakers:  Donna  M.  Williams,  Executive  Vice  President,  National 
Rural  Health  Association,  Kansas  City,  Missouri 

Patricia  Taylor,  Ph.D.,  Director  of  Research  Programs,  Office  of 
Rural  Health  Policy,  HRSA,  Rockville,  Maryland 


Coming  Soon... 

the  3rd  Annual 
Rural  Minority  Health 
Conference 

December  11-13, 1997 
Charleston,  South  Carolina 

Contact  the  NRHA  at  (816)  756-3140 for  information. 


Goals  & 
Objectives 


The  National  Rural  Health  Association,  with  funding  from  the  federal  Office  of  Rural  Health  Policy,  Health 
Resources  and  Services  Administration  (HRSA),  and  the  Ryan  White  CARE  Act  Programs,  HRSA,  has  orga- 
nized this  conference  to  highlight  effective  strategies  for  preventing  and  managing  HIV  infection  in  rural 
areas  of  the  southeastern  United  States.  Since  1993,  the  southeastern  states  have  led  the  nation  in  the  percentage  of 
adolescent  and  young  adult  AIDS  patients  who  reside  in  small  metropolitan  statistical  areas  (MSAs)  and  rural  areas. 
Residents  of  small  MSAs  and  rural  areas  account  for  32  percent  of  the  heterosexually  acquired  AIDS  cases  in  this  age 
group  and  about  25  percent  of  the  cases  attributable  to  intravenous  drug  use  and  male-to-male  sexual  contact. 

The  conference  is  targeted  to  clinicians,  HTV  educators,  counselors,  case  managers,  and  volunteers  who  ser\'e  people 
with — and  at  risk  for — HTV  in  rural  areas  of  Alabama,  Florida,  Georgia,  North  Carolina,  South  Carolina  and 
Mississippi.  The  conference  will  provide  a  forum  for  rural  HIV /AIDS  health  workers  to  network  with  their  neigh- 
bors and  build  relationships  that  can  endure  beyond  the  conference. 


Continuing  Education  Credit 


This  program  has  been  reviewed  and  awarded  12  hours  for  the  following  categories: 

•  License  Professional  Counselors 

•  Marriage  and  Family  Therapists 

•  Georgia  Addiction  Counselors 

•  National  Association  of  Social  Workers 

•  American  Medical  Association  for  M.D.s,  D.O.s,  and  P.A.s 

•  Georgia  Nursing  Association 

•  Certified  Health  Education  Specialists 

Participants  are  to  fill  out  the  respective  sign-in  sheets  at  registration  for  their  categories  for  continuing  education  cred- 
it. Certified  Health  Education  Specialist  participants  are  required  to  pay  a  $24  fee  for  continuing  education  credits. 

All  participants  will  receive  a  certificate  after  the  meeting  from  the  Georgia  Cooperative  Health  Manpower  Education 
Program/  Area  Health  Education  Center. 


Appendix  B 
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Centers  for  Disease  Control  and  Prevention 

http:/  /  www.cdc.gov 

Department  of  Health  and  Human  Services 

200  Independence  Ave.,  S.W. 

Washington,  DC  20201 

Phone:  (202)  690-5400 

Fax:  (202)  690-7098 

Contact:  Marsha  Martin,  D.S.W. 

Special  Assistant  to  the  Secretary  of  Health  and 

Human  Services 

E-mail:  mmartin@os.dhhs.gov 

HIV/AIDS  Bureau 

Parklawn  Building,  Room  7-05 

5600  Fishers  Lane 

Rockville,  MD  20857 

Phone:  (301)  443-1993 

Fax:  (301)  443-9645 

Contact:  Joseph  O'Neill,  M.D. 

Director,  HIV /AIDS  Bureau 

Associate  Administrator  for  HIV /AIDS,  HRSA 

National  Health  Information  Center 

http://www.nhic-nt.health.org 

National  Institute  of  Health 

http://www.nih.gov 

National  Rural  Health  Association 

One  West  Armour  Blvd. 
Suite  203 

Kansas  City,  MO  64111 
Phone:  (816)  756-3140 
Fax:  (816)  756-3144 
Contact:  Donna  M.  Williams 
Executive  Vice  President 
E-mail:  dmw@nrharural.org 


National  Rural  Health  Association 
1320  19th  St.,  N.W. 
Suite  350 

Washington,  DC  20036-1610 
Phone:  (202)  232-6200 
Fax:  (202)  232-1133 
E-mail:  dc@nrharural.org 
Contact:  Darin  Johnson 
Government  Affairs  Director 

Office  of  National  HIV/AIDS  Policy 

808  17th  St.,  N.W. 
Suite  820 

Washington,  DC  20006 
Phone:  (202)  632-1090 
Fax:  (202)  632-1096 
Contact:  Sandra  Thurman 
Director  of  the  President's  Office 

Office  of  Rural  Health  Policy 

Parklawn  Building 
Room  9-05 
5600  Fishers  Lane 
Rockville,  MD  20857 
Phone:  (301)  443-0835 
Fax:  (301)  443-2803 

Presidential  Advisory  Council  on  HIV/AIDS 

R.  Scott  Hitt,  M.D. 
Chair 

c/o  Pacific  Oaks  Medical  Group 
150  N.  Robertson  Blvd. 
Suite  300 

Beverly  Hills,  CA  90211 
Phone:  (310)  652-2562 
Fax:  (310)  652-2843 
E-mail: 
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